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Abstract 
Abstract 
Children attending special schools have been identified as having unrecognised health 
problems and unmet health needs. In the Gold Coast North and South Education 
Districts in South East Queensland in 1998, 2.5% of students were identified as 
having high educational support needs arising from autistic spectrum disorder, 
hearing impairment, intellectual impairment, physical impairment, speech, language 
impairment, vision impairment or a combination of these. An array of services within 
and across the districts' primary, secondary and three special schools exists to address 
the specific educational needs of these students. In 1998, 31.7% of children identified 
with these high support needs attended the three Gold Coast special schools. 
This study was undertaken in 1999 to identify the health needs of the 262 children 
attending these three schools. Information on the functional health status and well 
being of the students was collected via a questionnaire posted to all parents/carers. 
The instrument used was the Child Health Questionnaire, PF50, a parent/proxy report 
that was developed in the United States and recently adapted for Australian use. A 
questionnaire was developed and distributed to the teaching staff at the three schools 
to determine their concerns about the health of the children in their care. The 
Education Queensland and Community Child Health staff providing services to the 
schools were interviewed to gain an understanding of the services they provided. 
In all but one of the CHQ PF50 scales, parents/carers perceived their children's health 
status to be lower than that of the Australian normative data. These differences were 
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evident for male and female students, however, male students scored significantly 
lower on the scales relating to behaviour and mental health. Parents also identified 
that the child's health had a significant impact on their time and on aspects of family 
life. 
Teaching staff expressed confidence in dealing with students with a wide range of 
conditions but expressed concern about basic health issues such as hygiene and 
nutrition. They also identified access to a nurse and written material as the resources 
that would assist in the management of children in their care. 
The immediate health needs of children attending the Southport special school are the 
focus of the Education Queensland nurse and consultative services only are provided 
to the other two special schools by the Community Child Health staff A lack of time 
and resources were among the reasons cited for the limited service provided. 
This study has provided an understanding of the health concerns of parents and 
teachers about the children attending the three Gold Coast special schools. This data 
can be used as a basis for planning more appropriate preventive and support 
programmes for the students, teachers and parents/carers. 
Key Words: SPECIAL SCHOOLS, HEALTH STATUS, CHILD HEALTH 
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Chapter 1 
Chapter 1. Literature Review 
1.1 Introduction 
In Australia, special schools provide education for students with special learning 
needs that often arise from physical and / or intellectual disabilities. Most of these 
children have a severe or profound handicap in addition to their disability. 
In 1998, 3.9% of the 9,587 schools in Australia were identified as special schools 
(Australian Bureau of Statistics 1998). This represents a gradual reduction from the 
5% reported recorded in 1987 (Australian Bureau of Statistics 1999). Over the past 
two decades, the total number of students identified with a disability has increased. 
Intellectual disability is the most common disability recorded on school records, and 
this is followed by physical disability and hearing impairment (de Lemos 1994). 
Children with disabihties, where possible, are enrolled in mainstream schools, 
reflecting current education policies. 
1.1.1 History of Special Education. 
Historically, the education needs of children with disabilities have been provided in 
segregated settings until relatively recently. In Australia, the first educational services 
for children with vision and hearing impairments were established by voluntary 
groups in New South Wales in the 1860's (Casey 1994). Later in the nineteenth 
century, similar organisations had established education facilities in other states for 
students with sensory impairments as well as physical and intellectual disabilities. 
Casey (1994) describes the development of educational services for children with 
disabilities in the twentieth century in terms of three distinct eras. The first era, 1900's 
to 1920's, he describes as the 'era of neglect'. Services for children with disabilifies 
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were minunal or even non-existent. Such children were kept at home or placed in 
custodial institutions. With a change in community attitudes in the period 1920 to 
1960, Casey's 'era of segregation' was characterised by the proliferation of specialist 
segregated facilities where children with 'special needs' were educated away from 
their non-disabled peers. The current era, from the 1960's to the present, he terms the 
'era of integration', a period reflecting the prevailing education policies that aim to 
provide services for children with disabilities in the ordinary or mainstream school 
setting. 
1.1.2 Integration 
A variety of influences, philosophical and legislative, have contributed to the 
movement towards integration. The principle of normalisation, espoused by Dr. 
Wolfinsburger in the 1970's, initially applied to persons with an intellectual disability. 
As described by Casey (1994), this principle refers to the creation of as 'normal' a 
lifestyle as possible for the person with a disability. This does not imply trying to 
make all people 'normal', whatever definition may be used, but rather in practical 
terms ensuring that the housing, education, work, and business opportunities of those 
with a disability are equivalent to those without a disability. Implied in this 
philosophy is the acceptance of the value of people as individuals irrespective of their 
disabilities. 
International influences, such as The United Nations Declaration of the Rights of 
Disabled Persons (1975), was followed by legislation in Australia and many other 
countries that addressed the rights of people with disabilifies and the services that 
should be available to them. National legislation that has specific implications for 
education services and pohcy includes the Disability Services Act, 1986 and the 
Disability Discrimination Act, 1992. The first of these provides the framework for 
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developing a range of support services aimed at enhancing the independence of 
persons with a disability, while the latter provides protecfion for persons with a 
disability by prohibiting discrimination based on disability in areas that include 
education. Similar legislation was enacted in many Australian States (de Lemos 
1994). 
The significant Queensland legislation that has impUcations for the provision of 
education services for children with disabilities, include the following: 
a) Education (General Provisions ) Act 1989- which enables the provision of relevant 
and appropriate educational programmes for all students of school age: 
b) Disability Services Act 1992-which affirms that people with disabilities have the 
same rights as other members of society, sets objectives for disability service 
development and encourages iimovative programmes and services in as localised a 
situation as possible: 
c) Anti-Discrimination Act 1991-which is intended to ensure that people with 
disabilities are freated with dignity, respect and without discrimination in all spheres 
of life: 
(Education Queensland 1998a). 
More recently, the United Nations Standard Rules on the Equalisation of 
Opportunities for Persons with Disabilities (1994) affirms the principle of equal 
opportunities for children and adults with disabilities in integrated settings at all levels 
of education. 
While philosophy and legislation can provide frameworks for education policy, they 
do not address the way these services should be provided. Often, the implementation 
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of policy is influenced by the social, political and economic climate. Dempsey and 
Foreman (1997) discuss the significant influences of parent lobby groups and the 
industrial climate within the teaching service on the provision of educational services 
to children with special needs in New South Wales. 
In 1992, the Ausfralian Council for Educational Research was commissioned by the 
Commonwealth Government to undertake a study of the educational provision for 
students with disabilities within Australia. De Lemos (1994) identified that in all 
states and territories legislation pertaining to educational provision for students with 
disabilities had been drawn up. This had resulted in a 'trend' towards integration and 
inclusive schooling, however, the term 'integration' was foimd to have different 
meanings in different areas and a 'continuum of education services' was identified 
similar to that described in the United Kingdom by Daniels (1995). Services ranged 
from special segregated schools with /without access to classes in a regular school, to 
on site units in primary and secondary schools to full enrolment in primary and 
secondary schools. De Lemos (1994) reported that it was difficult to accurately 
identify the population of students with disabilities because of the following : 
1) the definition of disability and the criteria for access to special services differed 
between the states: 
2) enrolment information on students with disabilities in primary and secondary 
schools was not kept by some states: 
3) students with disabilities were predominantly enrolled in government schools as 
relatively few independent and catholic schools provided special units or 
classes. Overall, enrohnent of students with disabilities in the non-government sector 
constituted less than one per cent of total student enrolments. 
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De Lemos (1994) identified that with the trend towards integration, enrolments in 
special schools were falling and associated with this was a change in the 
characteristics of children attending these schools. These school were now tending to 
cater for children with more severe and /or multiple disabihties. 
1.1.3 Special Education Provision in Other Countries 
In the United States, the educational provision for students with disabilities has been 
regulated and protected by a series of public laws. The Education for All 
Handicapped Children Act (Public Law 94-142), reauthorised in 1991 as the 
Individuals with Disabilities Education Act ( Public Law 101-476) has four key 
components: 
a) the identification of children with learning-related problems; 
b) the evaluation of the health and developmental status of the child with special 
needs, determining current and future intervention requirements, and developing a 
written plan to match services to needs; 
c) provision of services that include educational and related services such as 
transport, medical and therapy services; 
d) protection of the rights of the child and parents in ensuring a free and appropriate 
education in the least restrictive environment with age appropriate peers. 
(Butler 1996; American Academy of Pediatrics 1999). 
Following a comprehensive review of special education in Britain by the Wamock 
Committee in 1974, the British Education Act of 1981 resulted in the elimination of 
'grouping' or 'labelling' of children with disabilities into categories such as 
Chapter 1 
'physically handicapped, delicate or educationally subnonnal'. This and the 
Education Reform Act of 1988 emphasised the rights of all children to be educated. 
(Daniels 1995). Local community schools rather than segregated facilities were to 
provide the supports necessary to enable all children to progress and have equal 
opportunity of access to common experiences in the school curriculum. A legal 
statement of the child's educational needs prepared for the Local Education Authority 
outlines the supports or resources needed for the child to progress. 
1.1.4 Special Schools in Queensland 
In Queensland, a range of educational services is provided for the 2-3% of students 
identified with disabihties enrolled in government schools (Burge 1999). These 
services are available from birth to school exit for those students identified with the 
following disabilities: 
1) autistic spectrum disorder (ASD) 
2) hearing impairment (HI) 
3) intellectual impairment (II) 
4) physical impairment (PI) 
5) vision impainnent (VI) 
6) speech, language impairment (SLI) 
7) a combination of these 
The criteria for the identification of these disabilities are summarised in Table 1.1 
Students identified with one or more of these disabilities are then 'ascertained'. 
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This 'ascertainment' process determines the level of specialist educational support 
that will be necessary to enable the student to participate in an educational 
programme that will assist them to develop to their full potential. Six levels of 
educational support are available and these are listed in Table 1.2 
Table 1.2 Levels of educational support 
LEVEL OF SUPPORT 
Level 1 
Level 2 
Level 3 
EDUCATIONAL SUPPORT 
Data gathering, consuhation, referral and interim support 
Monitoring of student performance 
Consultation and resource support 
Level 4 
Level 5 
Level 6 
Shared development and implementation of student's programme. 
Some programme modification may be required 
Shared development and implementation of student's programme. 
Major programme modification is necessary 
Individualised and negotiated programme of instruction 
The steps undertaken by school staff in the ascertaimnent process are outlined in 
Figure 1.1 
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Figure LI Steps in ascertainment process 
If Level 1,2 or 3 
Support programme is 
initiated 
Identification of student with an 
educational need thought to arise 
from a disability 
T 
Principal * 
appoints a case manager 
V 
Case manager gathers 
information from all 
Involved 
Case conference is held. 
Recommendation is made re level of 
specialist education support and 
referred to principal. 
If Level 4,5 or 6 
Referral through the Assistant 
Coordinator, Social Justice 
Meeting is booked with 
Statewide representative 
External ascertainment 
Review 
* Where the child is not attending a school, substitute 'coordinator of the school 
support centre in the area where the child lives' for 'principal' in the ascertamment 
process. ( Education Queensland 1998b ). 
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Parent/carers are an integral part of this process and a specific Guide for Parents has 
been prepared by the Low Incidence Support Centre Education Queensland (1998). 
In practice, if a student is ascertained Intellectual Impairment, Level 5 (II 5), the 
nature of the speciahst support and specific resources required to support the student 
are first identified . How, by whom and where these supports will be provided are 
determined in conjunction with the child's parents/carers and Education Queensland 
staff, usually the Principal Guidance Officer, Specialist Visiting Teachers and other 
staff, as required. Prioritised education goals for the student are negotiated and form 
the basis of the student's Individual Education Programme. Once a student has been 
ascertained the process is ongoing, with reviews planned at specific stages in the 
child's progress through the education system eg. prior to entr}- to a preschool, 
primary, mid-primary, secondary or equivalent age appropriate programme. 
Based on 1998 figures, with a state student enrolment of 424,837, 2.3% or 9,819 of 
the state's students were identified with disabilities requiring Level 4, 5 or 6 support. 
Of these students, 2,708 or .64% of the total student population were enrolled m the 
state's 50 special schools (Burge 1999). 
No attempt has been made in this discussion to explore the arguments for and against 
integration. Graves and Tracey (1998) have presented a well-balanced rationale for 
the inclusion of children with disabilities in mainsfream classes from an Australian 
perspective and Butler (1996) has provided an overview from an American 
perspective. 
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L2 Health Status of Children Attending Special Schools 
Little is known specifically about the health status and health needs of children 
attending special schools in Australia. The National Health & Medical Research 
Coimcil in the 1993 Review of Child Health Surveillance and Screening recogrused 
that children with disabilities had special health needs. For children attending special 
schools, it was recommended that 
"they receive the same core programme of child heahh surveillance as their more 
able bodied peers, supplemented where necessary to meet any additional health needs 
that they may have by virtue of their disability" (HdXiondX Health & Medical Research 
Council 1993:252). 
In a study of students attending special schools in Victoria, Ackland and Wade 
(1995), reported that new health problems were identified in 40% of the 249 students 
assessed. The majority of these students were identified by their parents/carers as 
having an intellectual impairment. Most of the students (98%) already had known 
conditions and in most cases these conditions were multiple. The most common new 
health problems identified were vision and hearing defects and obesity, conditions 
apparently unsuspected by parents/carers. Parents/carers and school stafl'also 
requested discussions with the health professionals on a range of matters that included 
issues relating to medical diagnoses, prognosis and care and concerns about hygiene, 
diet, weight and behaviour. 
A similar experience was reported by Van Haeringen and Wilson (1996), in their 
review of the health status of children attending special schools in Adelaide. Most of 
11 
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the children were known to have an intellectual impairment .Three quarters of the 121 
students were referred for further management of problems identified during the 
assessment, with suspected vision and hearing defects generating most referrals. 
These referrals were more common amongst students with Trisomy 21 or Down 
Syndrome. 
The health status of students with Down Syndrome has been the subject of two 
Australian studies. Selikowitz (1992), in his review of the health status of school-
aged children with Down syndrome, identified that many of the children were not 
regularly checked for conditions known to be associated with this syndrome. The 
author suggested that this particular group of children was perhaps not typical of all 
children in Australia with Down syndrome, as the parents had been enrolled in the 
study when they attended a national conference on Down syndrome. Such a group of 
parents, it was suggested , was more likely to be relatively well informed and highly 
motivated. Within this group, a quarter of whom attended special schools, vision and 
thyroid function had not been checked recently in 4% and 35%) of the children 
respectively. More recently, Leonard et al (1999), surveyed the parents of school-age 
children with Down syndrome in Western Australia. No mention was made of the 
schools attended by these children. The authors reported that a high proportion had 
had contact with a medical service in the previous twelve months. More than half had 
been diagnosed with an ear or hearing condition and almost half of the original group 
had had surgery usually for the insertion of tympanostomy tubes. Vision defects were 
reported in three-quarters of the children and most of these required ongoing 
management. Constipation was identified as a problem in one fifth of the group. 
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Ackland and Wade (1995) and Van Haeringen (1996) as a result of their expenences 
with the students attending special schools, made similar recommendations: 
a) health surveillance programmes that are well planned and supported should be 
available to students in special schools and those with disabilities in integrated 
settings. 
b) comprehensive medical assessment at school entry and adequate follow-up should 
be available to these students where appropriate. 
An English perspective is provided by Lewis (1990), who writes of his experience as 
a visiting paediatrician to a special school. Medical assessment formed part of the 
initial assessment required for the compilation of a 'statement of educational needs' 
required by English law for a student with a disability who required services in 
addition to those provided by the local community school. As part of the health team 
based within the special school, Lewis (1990) describes his role as consisting of 
several components: 
a) provision of health care, including updating medical assessments, to the students; 
b) support of the teaching and health staff of the school; 
c) parental/carer support; 
d) acting as an adviser or advocate for the needs of the child, in partnership with the 
local educational authority. 
This author also stresses the importance of being aware of undiagnosed or 
undertreated conditions that may impact on the ability of students to participate in the 
13 
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educational programme. More often the focus of the health team, parents and 
teachers is on the child's immediate and often complex needs. 
Vaz(1995) has highlighted the difficulties in providing appropriate care for students 
attending a special school because of the practical difficulties encountered in 
obtaining current and accurate information from the many health professionals who 
may be involved in the care of students with disabilities. Nearly two thirds of the 
students in this small English study had had contact with the local hospital as 
outpatients and/or inpatients in the previous twelve months, but information about this 
contact was not available to school medical staff in 60%) of cases. The author 
suggested that as many of the students also accessed occasional respite services, their 
health was at risk as carers and health professionals could not readily access up to 
date information on their health care. 
The adolescent student with disabilities presents with a set of unique health needs. 
Attention to the health needs of adolescents with disabilities has been highlighted by 
concerns about the fate of these students as they leave the school environment (Viner 
1999; Sawyer et al 1998 ; Fiorentino et al. 1998). Cathels and Reddihough (1993) in a 
study of young people with cerebral palsy aged 15 to 25 years, one third of whom 
were still attending school, identified a range of health problems, many of which were 
long standing. Conditions identified included poor growth , gastrointestinal 
conditions such as constipation and oropharyngeal incoordination, orthopaedic 
conditions and psychological impairment. Around half of this group had seen a 
physician for review of their condition in the previous twelve months, with this 
contact declining markedly once the student had left school. Contact with a general 
practitioner was more likely (83% in the previous twelve months) however, this 
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contact was usually for a specific illness not generally related to their underlying 
condition. Viner (1999) also makes the point that the general practitioner, ideally 
placed to provide continuity of care in this time of transition, has usually had little 
recent involvement with the young person in terms of the management of their 
underlying condition 
The psychosocial aspects of the health of these young people have received scant 
attention. Zajicek-Farber (1998), has proposed that when the limitations resulting 
from a developmental disability are superimposed on the many adaptations tiiat a 
yoimg person must make in negotiating adolescence, issues such as self-doubt, youth-
parent communication and family adjustment are heightened. Betz (1998) has referred 
to female adolescents with disabilities as the 'forgotten population of adolescents'. 
She describes these young people as experiencing 'rolelessness', a phenomenon 
resulting from the lack of positive reinforcement about their own experiences and 
their future. Higher pregnancy rates for the students attending special education 
classes than those in general education classes are cited as one of the areas of unmet 
need that should be addressed. 
In a Canadian study of yoimg people aged 11 to 16 years with physical disabilities 
Stevens et al (1996) found that compared with a national sample of Canadian 
students, the students with disabilities reported good self-esteem, but lower levels of 
peer integration, lower educational aspirations and a poor knowledge of sexuality and 
issues such as birth confrol and sexually transmitted diseases. Reporting on the same 
population of Canadian students, Steele et al (1996) found that the students with 
physical disabilities were less likely than their peers to report tobacco, alcohol and 
marijuana use but their diets were less healthy, they had poor dental hygiene , they 
were less active and followed more sedentary pursuits. Overprotectiveness by 
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parents/carers and restricted exposure to peer influence and culture were identified as 
possible contributors to these findings. Also, the health promotion and preventive 
education strategies for these students usually did not address their low reading skills, 
motor disabilities or other disabilities in the content and method of instruction 
( Kalmns et al 1999). 
L3 The Family 
The child cannot be considered in isolation and the family in which the child exists 
composes the supporting persons who will most affect the child's quality of life and 
who in turn are most influenced by the child's disability and general well-being. In 
any family this reciprocal relationship is a dynamic one that undergoes many changes 
and is subject to many stresses as the child develops and matures (Schor 1995). 
The presence of a disability in a child adds an extra stress to the family relationships 
but the effect of this particular stress on family functioning and the well being of 
family members is very individual. Parental distress in such a family can impact on 
the child in a variety of ways and influences on the child's cognitive, behavioural and 
social development have been reported ( Wallander and Vami 1998). Dyson (1993) 
discusses the often conflicting results of studies on families with children with 
disabilities. Investigators have reported increased sttess levels, disrupted family 
activities, less marital satisfaction, deterioration in family physical and mental health 
and higher divorce rates , or alternatively, no effects on parental well-being, marital 
adjustment and family social activities. In a review of research on adjustment of 
famihes rearing children with disabilities, Helff and Glidden (1998) hypothesized that 
if researchers approached the study from a negative or pathological perspective, 
studying variables such as sttess, burden or depression, the results are more likely to 
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be negative. Although community attitudes towards disability have become more 
positive, this positivity was not reflected in the research reviewed by these authors. 
From the early 1970's to 1993, less negativity was expressed in the studies they 
reviewed but there was no evidence of a concomitant increased in perceived 
positivity. 
Beresford (1994), suggests that in the study of famihes with a child with a disabihty, 
the focus should be on the response of the family to the situation or how they cope. 
The individual or personal resources of family members and their social and 
environmental resources can act as risk or resilience factors in their adjustment to or 
ability to cope vrith disability in their child. Sloper (1999), has linked parental weU 
being in these families to the sense of conttol parents feel over events in the life of 
their child and their family. Such control is influenced by many personal attributes 
such as personal health, individual beliefs, coping abilities, parenting skills and social 
resources such as relationships with a partner, social networks, emplojonent, 
education and socio-economic circumstances (Beresford 1994). Social resources that 
have been identified to relate sttongly to family well being in these famihes include 
income and employment, factors with influence all families, and social networks or 
social supports available. Of particular importance in the latter group, is the 
accessibility of practical assistance with the care of the child and information about 
the child's condition and services (material and financial) available to support the 
child. Some or all of these are often reported as the 'unmet needs' of families of a 
child with a disability (Sloper 1999; Milhier et al 1996). 
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In a study on the long term effects of children's eariy onset disability on mantal 
relationships, Taanila, Kokkonen and Jarvelin (1996), identified adequate information 
about the child's disability and its likely impact on every day life and practical advice 
about coping with the child's disability as protective factors for the marital 
relationship. Risk factors identified included those affecting the parents' every-day 
life, such as conflicts arising as a result of the child's disability, unequal distribution 
of care-taking tasks between the parents, a lack of time for parents' own interests and 
a university education or education for a higher occupational level. Social class, 
socio-economic status, gender of the child, birth order and size of the family were 
shown to have no significant effects in this Finnish study. 
Knowledge about these risk and resilience factors has implications for service 
planning. Sloper (1999), reports on specific models of service delivery that have been 
successful in supporting the families of children with a disability. Characteristics 
common to the effective models include: 
a) an holistic approach to assessing and meeting needs; 
b) recognition of the importance of relationship building between parents and 
professionals; 
c) a focus on a consistent and single point of contact for the family; 
d) an approach that is needs determined, individualised and flexible; 
e) provision of support that empowers rather than takes conttol from the parents; 
f) recognition and acknowledgment of parents' expertise m matters relating to the 
child and family; 
g) a focus on the parents' concerns and accepting their priorities. 
A shghtiy different, more prescriptive 'medical' approach is suggested by Milner, 
Bungay, Jellinek and Hall (1996) m their proposed 'charter for disabled children and 
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their families'. These two approaches are not exclusive and both provide the means 
of enhancing parent well being and conttol. 
L4 A Model of Management for Persons with Disabilities 
An anticipatory or ongoing management approach that is cognisant of health and 
related needs of persons with disabilities at different life stages has been suggested by 
Graves (1998). This approach is summarised in Table 1.3 
Table 1.3 Developmental disabilities :ongoing management 
Assessment of 
Abilities 
Habilitation* 
Aetiology 
Family 
Support 
Education 
Associated 
anomalies and 
complications 
General 
Health/ 
Health 
Promotion 
Preschool Age 
Is there a problem? 
What is the 
problem? 
Assist child 
overcome specific 
impairments 
Why has this 
happened? 
Explanation, 
information, peer 
support, practical 
assistance, grief. 
Avoidance of 
secondary deficits, 
supporting inclusion 
Detection -often 
requiring screening 
and/or knowledge 
based search. 
Growth and 
nutrition and 
immunisation 
School Age 
Determining 
appropriate 
expectations 
Aids, specific 
skills training 
Evolving 
clinical 
phenotype 
Peer support. 
information. 
education. 
planning, 
practical 
assistance 
Curriculum 
modification 
and planning 
Detection, 
monitoring and 
treatment 
Growth and 
nutrition, self-
esteem. 
friendships and 
recreation 
Early Adult 
Ability to work. 
Is there 
deterioration? 
Aids, skills 
training. 
attendants 
New tests. 
knowledge and 
conditions 
Practical 
assistance. 
information. 
autonomy, 
independence 
Vocational 
training 
Detection, 
monitoring an 
treatment 
Friendships, 
quality of hfe. 
nutrition, lifestyle. 
sexuality, 
autonomy 
Late Adult 
Deterioration? 
Due to ageing. 
ongoing 
neuropathology or 
something else? 
Aids, skills training. 
attendants 
New tests. 
conditions, post-
mortem 
Autonomy, 
information. 
practical assistance. 
out of home care. 
Ongoing vocational 
and daily living 
training. 
Degenerative 
changes affecting 
cognition, mobihty, 
motivation 
Health maintenance, 
cancer, and 
cardiovascular 
surveillance 
Graves, P. (1998) 
* Habilitation refers to those services that concenttate on optimising the child's 
performance. 
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This approach highlights the importance of partnerships between services such as 
health, education and disability services and promotes a health surveillance focus. 
Practically, it can assist in the prediction of needs in service planning and support. 
For a number of syndromes and conditions associated with an intellectual disability, 
the medical and ongoing needs that could cause problems throughout the lifespan 
have been documented (Lennox and Diggens 1999). Using the framework suggested 
by Graves (1998) an effective surveillance programme can be plarmed 
1.5 Measuring Health 
1.5.1 General Issues 
The medical view of health with its emphasis on physical well being and the presence 
or absence of specific disease states, has been emphasised in the above discussions. 
However, a broader and hohstic perspective that encompasses the World Health 
Organisation's definition of health as a state of 'complete physical, mental and social 
well-being, not just the absence of disease or infirmity' inttoduces a consideration of 
quality of life issues (WHO 1946). Assessment or measurement of this concept of 
health requires consideration of not only the processes that contribute to ill health and 
disease, but also the many social factors that contribute to a person's well being and 
quality of life. 
Wilson and Cleary (1995) have conceptualised measures of health as existing along a 
continuum of increasing biological, social and psychological complexity'. The 
relationships between these are displayed in Figure 1.2 
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Figure 1.2 Relationships among measures of patient outcomes in a health-related 
quality -of life conceptual model ( adapted by Hack(1999) from a model by Wilson and 
Cleary) 
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The measures or outcomes are divided into the five levels of biological and 
physiological factors, symptoms, functioning, general health perceptions and overall 
quality of life. Moving from left to right across the model, one moves outwards from 
function at a cellular level to the individual to the individual's interactions as a 
member of society. At each level, there are an increasing number of inputs that may 
influence the overall quality of life. Hack (1999) has slightly modified this model and 
suggested that factors that may potentially influence the progression from pathology, 
disease and impairment to disabihty, include quality of health care, cultural and 
sociodemographic factors, educational enrichment and vocational training, individual 
personality characteristics and the ability to compensate by using aids to prevent 
disability or take advantage of alternate abilities. As all persons, adults and children , 
develop and change, it needs to be remembered that health status is not static but an 
evolving state 
Measures of health status or health related quality of life have been developed for 
children and adolescents. The application and use of some of the generic and disease 
specific measures are summarised by Levi and Drotar (1998). Such measures, in 
general, assist in the defimtion and identification of paediatric health problems, the 
targeting of resources and specific interventions and the later objective assessment of 
such interventions . For specific conditions, Levi and Drotar (1998) suggest that 
different levels of morbidity can be more easily identified and a greater understanding 
of the impact of disease and medical interventions can be gained from the parent's 
and young person's perspective. 
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The relatively recent interest in measuring health status and well being in Australian 
children is most likely related to factors that have been discussed by Waters and 
Wright (1998). Some of the factors they have highlighted include : 
a) the lesser priority placed on child health problems in developed countries where 
the health of adult and ageing populations takes precedence; 
c) the relative proportion of children in the population in developed countries is 
decreasing and the total pool of children with specific health problems is relatively 
small, making it difficult to find sufficient numbers of children for the study and 
evaluation of discriminatory measures; 
d) the recent emphasis on the use of health outcomes as a means of evaluating 
services for children; 
e) the complex methodological problems that must be addressed in the design of a 
suitable instrument for children. 
Methodological issues that warrant consideration include psychometric properties 
such as the validity and reliability of the measure used, the integrity of the instrument 
within age, gender and different cultural sub-groups and the impact of child 
development on these ( Landgraf & Abetz 1996; Jenney & Campbell 1997; Szilagyi 
& Schor 1998). 
Reliability is a measure of consistency, or the extent to which an instrument will yield 
results that are consistent across multiple administrations and validity is the extent to 
which an instrument measures what it claims to measure (Last, 1995). Statistical 
methods are used to summarise and express these . For example, in a measure 
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purporting to measure general health, all aspects of health should be encompassed 
(content validity). Construct validity adds fiirther evidence by seeking to ensure that 
the questions asked about a specific health construct eg. physical functioning, agree 
with other instruments that purport to measure a similar construct. 
The concepts being measured and the items used to measure them also have to be 
considered in terms of the age, gender and cultural background of the target group, in 
this discussion, children and young people. 
Age: Children develop along a continuum and their capabilities, skills, expectations 
and roles vary at different ages. Thus items that have been tailored to address, for 
example, self care and behaviour issues in the younger child, may be inappropriate or 
not applicable for an older child with more advanced skills. 
Gender: A child's physical and psychosocial development will also be influenced by 
their gender. Landgraf & Abetz (1996) suggest that measures should be gender 
neutral, and where possible they should be tested across different groups to identify 
any gender bias. They cite the example of a physical functioning scale that targets 
specific sports or household tasks and thus inadvertently skews responses towards a 
more favourable rating for one gender relative to the other. 
Culture: The cultural diversity of different populations also needs to be addressed. 
Cultural expectations, perceptions and experiences are likely to influence responses. 
Thus, attention to these issues is essential in making a decision about which particular 
scale to use. 
Questions related to the practical apphcation of paediatric assessment measures 
include general considerations such as method of administration, length of the 
questionnaire or the time taken to complete it, and the readability of the instrument. 
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All of these may be influenced by who the informant or respondent is, the child or 
young person, the parent/carer or someone outside the immediate family such as a 
teacher or health professional. 
The majority of quality of life measures for children are designed for parent/carer 
completion ( Levi &Drotar 1998). Parents can provide a proxy response for objective 
aspects of their children's daily functioning, such as mobility and self-care. Such 
responses can be influenced by many factors including the gender of the parent/carer 
respondent, their ovm anxiety about the child's condition, the burden the child's 
condition places on them and personal issues ( Landgraf & Abetz 1996; Levi &Drotar 
1998). However, in the measurement of quality of life or health status, subjective 
dimensions of health such as pain or emotion are often addressed and children's 
perceptions of these and their parent's judgements may differ ( Feeney et al 1998). 
Children have generally been regarded as unreliable or inadequate respondents, but at 
what age they cease to be regarded as such is difficult to determine. Feeney et al 
(1998), in a study of children with asthma, using a number of interviewer 
administered health and quality of life measures, suggest that children as young as 
seven years can reliably provide information on their health status and experience of 
asthma. In a longitudinal study of Scottish schoolchildren. Sweeting and West (1998) 
using questionnaires completed by children at age eleven years and their parents, 
found that parent-child agreement was highest for conditions that were common and 
visible , while the greatest disagreement occurred in questions relating to the 
emotional state of the child. 
25 
Chapter 1 
If children are used as respondents, specific methodological issues that can arise 
include : 
a) a tendency for the child to select the first answer; 
b) the child's limited understanding of negatively worded items; 
c) the child wanting to agree or acquiesce with what the parent /adult thinks; 
d) the child's hmited understanding of time differences, especially when the child is 
asked to compare the present with a time in the past. 
(Kozmetz et al 1999). 
1.5.2 Children with Disabilities 
Little information is available on measures of quality of life or health status in 
children with developmental disabihties. In an overview of measures used for 
monitoring health outcomes and the health status of children with special needs, 
Kozinetz et al (1999), identified 16 instruments in a literature search. The search was 
restricted to English language articles and disease specific instruments were excluded. 
Their list included five instruments whose purpose is to measure health status, four 
with the purpose of measuring satisfaction with a health care visit, two designed for 
children to measure their satisfaction with their health status, five measures of 
functional status and one measure of family health status. 
1.6 The Child Health Questionnaire (CHQ PF50) 
The Child Health Questionnaire, one of the instruments described in the above 
review, is a generic measure of health status and well being, that has been 
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demonstrated to be reliable and valid. It has been used in population and clinic 
settings in a number of countries, including Australia. (Landgraf, Abetz &Ware 
1996).This questionnaire was developed within the Health Institute, New England 
Medical Centre as an outcome of the Child Health Assessment Project. This project 
sought to advance methods of measuring the physical, emotional and social well-
being of children, the relative burden of disease and the benefits of treatment, through 
the development and validation of generic, practical and comprehensive tools for 
children aged from 5 to 18 years (Landgraf, Abetz &Ware 1996). Versions of the 
Child Health Questiormaire (CHQ) that are currently available include two 
parent/carer proxy versions, the CHQ PF50, a 50 item questiormaire, and the shorter 
28 item questionnaire, the CHQ PF28, and a child self report version, CHQ CF87, 
valid for young people aged 1 Oyears and older. An interpretation guide for the 
Australian Authorised Adaptation of the Child Health Questionnaire (CHQ PF50 and 
CHQ PF 28 ) is available. (Waters et al 1999). Canadian-French, German and United 
Kingdom experiences with the CHQ PF 50 have been published. (Landgraf et al 
1998). 
The comprehensive nature of this questiormaire, its methodological properties and the 
availability of Australian population data made the CHQ PF50 the ideal choice for 
this study. 
1.6.1 CHQ PF50 scales 
The CHQ PF50 consists of 11 multi-item scales and 4 single items, which are based 
on a four week recaU, except for the Change in Health item, which is based on a one 
year recall. A short description of each scale and the number of items in each scale is 
detailed in Table 1.4 
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Thirteen health concepts are explored in scales addressing physical functioning, 
behaviour, bodily pain, mental health, role/social-physical, role/social-emotional 
/behavioural, family activities, family cohesion, general health, parental impact-time, 
parental impact-emotional, self esteem and changes in health. These were derived 
from focus groups, interviews and reviews of the literature (Landgraf, Abetz &Ware 
1996). 
An interpretation of high and low scale scores is shown in Table 1.5 
Table 1.4 CHQ PF50 scales: description and number of items. 
CHQ scale title 
Physical Functioning 
Role/Social Limitations-
Emotional /Behavioural 
Role/Social Limitations-
Physical 
Bodily Pain 
General Behaviour 
Mental Health 
Self Esteem 
General Health 
Parental Impact-
Emotional 
Parental Impact-Time 
Family Activities 
Family Cohesion 
Change in Health 
Scale 
abbreviation 
PF 
REB 
RP 
BP 
BE 
MH 
SE 
GH 
PE 
PT 
FA 
FC 
CHQ No. of 
items 
6 
3 
2 
2 
6 
5 
4 
6 
3 
3 
6 
1 
1 
What each scale is intended to measure 
about the child 
Presence & extent of physical limitations 
experienced due to health problems 
Limitations on school work and activities 
with fiiends due to emotional or 
behavioural difficulties 
Limitations on school work and activities 
with friends due to physical health 
problems 
Intensity and frequency of general pain 
and discomfort 
Overt behaviour as a component of mental 
health; frequency of behaviour problems, 
ability to get along with others 
Frequency of both negative and positive 
states 
Satisfaction with school and athletic 
ability, looks and appearance, ability to 
get along with others, and life overall 
Subjective assessment of overall heahh 
and illness; past, present and future 
Amount of distress experienced by parent/ 
guardian due to child's physical and /or 
psychosocial health 
Limitation on parental time for personal 
needs due to child's physical and /or 
psychosocial health 
Frequency of disruption in 'usual' family 
activities due to child's general health and 
wellbeing 
How well the family 'gets along with one 
another' 
Change in health over the previous year 
(Adapted from the US CHQ manual, Landgraf, Abetz and Ware, 1996) 
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Table 1.5 CHQ PF50 scales: interpreting the scores: how to interpret high and 
low scores. 
Scale description 
Physical Functioning 
Role/Social Limitations-
Emotional/Behavioural 
Role/Social Limitations-
Physical 
Bodily Pain 
Behaviour 
Mental Health 
Self Esteem 
General Health 
Parental Impact-
Emotional 
Parental Impact-Time 
Family Activities 
Family Cohesion 
Change in Health 
Low score 
Child is limited a lot in 
performing all physical activities, 
including some self care, due to 
heahh 
Child is limited a lot in school 
work or activities with friends as 
a result of emotional or 
behavioural problems 
Child is limited a lot in school 
work or activities with friends as 
a result of physical health 
Child has extremely severe, 
frequent and limiting bodily pain 
Child very often exhibits 
aggressive, immature, delinquent 
behaviour 
Child has feelings of anxiety and 
depression all of the time 
Child is very dissatisfied with 
abilities, looks ,family/peer 
relationships and life overall 
Parent believes child's health is 
poor and likely to get worse 
Parent experiences a great deal of 
emotional worry/concern as a 
result of child's physical and /or 
psychosocial health 
Parent experiences a lot of limitations 
in time available for personal needs 
due to the child's physical and /or 
ps\'chosocial health 
The child's heahh very often 
limits and interrupts family 
activities or is a source of family 
tension 
Family's ability to get along is 
rated' poor.' 
Child's health now is much 
worse than one year ago. 
High Score 
Child performs all types of physical 
activities, including the most 
vigorous, without limitations due to 
health 
Child has no limitations in school 
work or activities with friends as a 
resuh of emotional or behavioural 
problems 
Child has no limitations in school 
work or activities with friends as a 
result of physical health 
Child has no pain or limitations due 
to pain 
Child never exhibits aggressive, 
immature, delinquent behaviour. 
Child feels peaceful, happy and calm 
all of the time 
Child is very satisfied with abilities, 
looks, family/peer relationships and 
life overall 
Parent believes child's health is 
excellent and will continue to be so 
Parent doesn't experience feelings of 
emotional worry /concern as a result 
of child's physical and/or 
psychosocial heahh 
Parent doesn't experience limitations 
in time available for personal needs 
due to child's physical and /or 
psychosocial heahh 
The child's health never limits or 
interrupts family activities nor is a 
source of family tension 
Family's ability to get along is rated 
'excellent" 
Child's health is much better now 
than one year ago 
(Adapted from the US CHQ manual., Landgraf, Abetz and Ware 1996) 
1.6.2 CHQ PF50 -Australian Experience 
The CHQ PF50 was adapted and evaluated for the Australian population in the 1997 
Health of Young Victorians Study (Waters et al 1997). As the result of a pilot study, 
minimal language changes were made to the original questionnaire. Population based 
29 
Chapter 1 
normative data were obtained for over 5,400 Victorian school children aged 5 to 18 
years. This Victorian sample mirrored 1996 Australian Bureau of Statistics' data for 
the proportion of parents bom in Australia, indigenous persons and children attending 
government, independent and catholic schools (Waters et al 1999). 
On statistical analysis the CHQ PF 50 was demonstrated to be a valid and reliable 
measure in this population study (Waters et al 1999). The Australian researchers 
suggested that from their experience with the measure and their comparisons of the 
Victorian and US data , the Victorian data provide good basehne population data that 
can be used as a benchmark in other Australian states. 
1.6.3 Administration and Scoring of the CHQ PF50 
This parent/proxy questiormaire is designed for self-administration, however it can be 
administered by a trained interviewer by telephone or face to face (Landgraf, Abetz & 
Ware 1996). However, from reports on its use, self-administration seems to be the 
most common method employed (Landgraf & Abetz 1999; Waters, Lobo and Ceccato 
1998 ; Gilliam et al 1997; Waters, Wake, Wright, Hesketh and Salmon 1997). 
Three steps are involved in the scoring of the CHQ PF 50; 
a) where necessary, items are recoded or recalibrated according to the method 
outlined in the Interpretation Guide 
b) the raw scale scores are calculated using the algebraic mean for all the completed 
items in the scale (the sum of item responses / number of completed items); 
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c) the raw scale scores are then transformed to a scale with a possible range of 0 to 
100. 
(Details and examples of the scoring method for each of the scales are provided in the 
CHQ Manual and the Interpretation Guide (Landgraf, Abetz & Ware 1996; Waters et 
al 1999). 
The problem of missing data is also addressed. It is suggested that where less than 
50% of items have been completed for a particular scale, that scale should be 
excluded from the analysis. It is further suggested that if more tiian 60% of all scales 
are found to be incomplete, that case should be excluded from the analysis. For those 
examples where more than 50%) of the items have been completed for a particular 
scale, a method of imputation based on the mean score for the completed items in that 
scale is suggested. 
A response consistency index is incorporated into the CHQ as a means of checking 
that responses are being answered consistently across items that are similar and would 
be expected to ehcit similar responses. The use of this index is explained by Waters 
etal(1999). 
1.6.4 Other Uses of the CHQ PF50 
United States experience of this measure has suggested that two summary scores. 
Physical and Psychosocial, can also be completed from the scale scores. It is 
suggested that such scores are of use m distinguishing a physical health outcome from 
a psychosocial one. These scores have not been included in the Interpretation Guide 
by Waters et al (1999), as the authors state that a significant difference between the 
US and Ausfralian data was demonstrated Further experience of the questionnaire in 
a variety of clinical settings where these summary scores can then be used , has been 
suggested. These summary scores were used in a study of 55 children with learning 
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difficulties attending specialist clinics at the Royal Children's' Hospital, 
Melboume(Wake, Waters, Lobo and Ceccato 1998). Physical scores were similar to 
the US data , however the Psychosocial summary scores were significantly lower than 
the US norms. In this setting, the scale scores that contributed to the summary score, 
behaviour, mental health, self-esteem and emotional impact on parents were 
particularly low, and the summary score was observed to fall as other measures 
relating to behaviour rose. Thus the authors concluded that the Psychosocial 
Summary Scale reflected the range of psychosocial difficulties experienced by this 
sample of children with learning difficulties. 
Experience with the CHQ PF50 has been reported in children with conditions such as 
epilepsy (Gilliam et al 1997), asthma, attention deficit disorder, cystic fibrosis, 
juvenile rheumatoid arthritis and a range of psychiatric disorders (Landgraf, Abetz 
&Ware 1996). In most of these situations, the CHQ was used in conjunction with 
other disease specific questiormaires. No effort was made to control for other 
comorbid conditions or sociodemographic factors. Only in the study by Gilliam et al 
(1997) was an age matched control group included. 
Apart from the study by Wake, Waters, Lobo and Ceccato (1998) referred to above, 
the use of this insfrument in Australia to date, has been in a population of healthy 
children, providing baseline measures of the physical, emotional and social 
experiences of health. In the Health of Young Victorians study, (Waters et al 1997), 
the schools used the information obtained from their particular students to identify 
areas for health promotion, to influence school policy and to develop and update the 
curriculum. Use of the CHQ PF50 as a standard measure of health status for 
Australian children is being investigated. It is hoped that such use will also allow a 
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means of monitoring change over time or after interventions and a means of 
comparison across physical and psychosocial domains for children who are affected 
by illness, disability or other problems (Australian Institute of Health and Welfare 
1998) 
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Chapter 2 Rationale for Study 
2.1 Aims of the Study 
The basic aim of any health service is to improve the outcome of those accessing the 
service. Increasingly, health service providers are being asked to provide services that 
are evidence based and outcome focussed. Associated with this is a growth in 
consumer demand for greater choice and flexibility in the provision of health services 
and a voice in what services are provided. Thus questions about the appropriateness 
and efficacy of some services that have a long tradition have been raised. In the field 
of child health, past models of service delivery emphasised doing things for children 
and those involved in their care rather than doing things in partnership with them. 
This study was initiated in a climate of increasing demands being placed on child 
health staff to fulfil a variety of roles in centres and schools without a concomitant 
increase in resources. A service to the Gold Coast special schools, centred on 
screening and surveillance procedures offered in mainstream schools based on 
National Health and Medical Research Coimcil recommendations (1994), had been 
offered, but the appropriateness of this was being questioned by the service providers. 
The outcome of the 1999 Review of Child Health Screening and Surveillance by the 
National Health and Medical Research Council was also under way and changes to 
how services were likely to be delivered were anticipated. Associated with this were 
changes that had been occurring in Education Queensland with respect to the supports 
offered to students with disabilities attending special schools. 
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Against this background, this study sought to identify the unmet health needs of 
students attending the three special schools in the Gold Coast district. These findings 
would then be used to plan health services to these schools. 
2.2 Objectives of the Study 
The health needs of the students were investigated from three perspectives: 
a) the parental /carer perceptions of their child's health was investigated using the 
Ausfralian Authorised Adaptation of the Child Health Questionnaire and the 
results were compared with Australian normative data; 
b) the concerns of teaching staff at the special schools were explored in a self 
administered questionnaire: 
c) the persoimel providing health services to the three schools were identified and 
interviewed. 
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Chapter 3 Methodology 
3.1 Geography 
The Coolangatta and Mudgeeraba Special Schools are situated in the Gold Coast 
South Education District, and the Southport Special School in the Gold Coast North 
Education District These Districts are located in the south east comer of Queensland, 
predominantly within the boundaries of the City of Gold Coast, the second largest 
Local Govenmient Area in Australia (in terms of population) ( Gold Coast City 
Council, 1999).These districts stretch from Eden's Landing m the north to the 
Queensland/New South Wales' border in the south and west to Cedar Creek, 
Numinbah Valley, Canungra and Mount Tambourine in the adjoining Beaudesert 
Shire. The special school locations are indicated in Figure 3.1. 
The Gold Coast Health Service District lies within the boundaries of the Gold Coast 
City local government area with the Coomera River forming the northern boundary 
oftheDisttict 
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Figure 3.1: City of Gold Coast: Special school locations 
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3.2 Demographics 
The estimated resident population of Gold Coast City in June 1998 was 380,270 
persons, with persons aged less than 20 years representing 25.6% of the population 
(Gold Coast City Council 1999). In 1998, 37,370 students or 8.8% of the State total 
were enrolled in the Gold Coast's 44 state primary schools, 13 state high schools and 
3 special schools ( Burge 1999). This figure does not include enrolments in non-
government schools . In Gold Coast City in 1996, 9,434 students attended 29 non-
government schools. This represented 17% of the total student population . In 1998, 
291 children or .78%) of the districts' enrolments attended the three special schools. 
For the whole of Queensland, special school enrolment was 2,708 or .6%) of the state 
enrolment. 
In 1998, 31.7%) of children in the North and South Gold Coast Education Districts 
identified with educational needs arising from a disability ie. ascertained as Level 4,5, 
or 6 in the disability categories described above, attended the three special schools. 
The comparable figure for all of Queensland was 27.5% (Burge 1999). 
The major ascertainment categories and place of enrohnent for Gold Coast students in 
1998, are summarised in Table 3.1(Burge, 1999) 
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Table 3.1 Ascertainment categories and place of enrolment. 
Chapter: 
Disability 
Category 
Autistic Spectrum 
Disorder. (ASD) 
Hearing 
Impairment (HI) 
Intellectual 
Impairment (II) 
Physical 
Impainnent (PI) 
Vision Impairment 
(VI) 
GDD* 
Speech, Language 
Impairment( SLI) * * 
Regular Schools 
(No. of students) 
79 
70 
379 
51 
12 
36 
Special Schools 
(No. of students) 
29 
240 
14 
Total 
108 
71 
619 
56 
13 
50 
8 
Total No. Students 626 291 917 
Total Student enrolment: 37,370 
*GDD (Global Developmental Delay) is a disability category that had been used previously. 
Students with this category were being re-ascertained.** This is a new disability category 
A profile of the students attending each of the special schools in this study by 
ascertainment category in early 1999 is shown in Figure 3.2 
In June 1999, when this study was undertaken, 262 children were attending the 
Coolangatta, Mudgeeraba and Southport special Schools. 
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3.3 Ethics Approval 
Ethical clearance to conduct this study was obtained from the Behavioural and Social 
Sciences Ethical Review Committee, University of Queensland. 
The Performance Measurement and Review Branch, Education Queensland approved 
the research proposal and the Principals of the Coolangatta, Mudgeeraba and 
Southport Special Schools were approached for permission to conduct the study in 
their respective schools. This permission was granted by the three Principals. 
Approval to conduct the study was also granted by the Gold Coast District Health 
Service Ethics Committee. 
Permission to use the Child Health Questiormaire was sought and granted by the 
Child Health Assessment Project, New England Medical Centte, Boston. Permission 
to use the Authorised Ausfralian Adaptation of this measure was obtained from the 
Centte for Community Child Health, Royal Children's Hospital, Melboume. 
3.4 Study Participants 
Permission to contact the Principals of the Coolangatta, Mudgeeraba and Southport 
special schools was sought and obtained from the Performance Measurement and 
Review Branch, Education Queensland. The Principals were then approached 
individually to explain the purpose of the study and gain their cooperation and 
approval for their school to participate in the study. A brief written description and 
explanation of the study was provided for inclusion in the school newsletters at the 
beginning of June 1999. At one school, (Southport), this was distributed individually 
to parents/carers. At a meeting of teachers and support staff at the Coolangatta 
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special school, a brief explanation of the study was provided and the teacher's 
questiormaire was discussed. 
Each of the schools provided the names and addresses of the parents/carers of the 
children enrolled at the school. In mid-June, 262 Aust CHQ-50 questionnaires, 
consent forms and stamped addressed envelopes were mailed to the parents/carers. At 
the same time, 129 teacher questionnaires, consent forms and stamped addressed 
envelopes were dehvered to the three schools for distribution to the teachers and 
support staff The exact number of teacher and support staff questiormaires required 
was uncertain as teacher aide time can be provided from a number of different 
funding sources on a FTE (full time equivalent) basis. 
Participation in the study was voluntary. A contact telephone number was provided 
for questions or comments relating to the questionnaire. Replies were confidential 
and the only identitying features on the questionnaires were the school involved and 
the child's date of birth. In July, a letter was sent to each of the school principals, 
thanking them for their cooperation, listing the response rates for parents/carers and 
teachers for their school and asking that the infonnation be included in their 
respective newsletters, with a reminder to retum any outstanding questiormaires. Two 
of the schools were also informed of three letters that had been retumed 'Left address' 
so that their parent contact information could be updated. 
When questionnaires were retumed the range of values was checked and the Aust 
CHQ-50 scales were scored . The scoring system used, the methods used for missed 
data the use of the response consistency index have been described above. Data were 
cleaned and were then entered into a Microsoft Access database and checked before 
data analysis. 
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The questionnaires from the teachers and support staff, were checked for missing 
items and the data also entered into a Microsoft Access database. 
The parents/carers of the 262 children attending the three Gold Coast special schools 
and the teaching and support staff of these schools comprised the study populations. 
3.4.1 Parents/carers 
Health status of the students in this study was measured by parent/carer questionnaire. 
The instmment used was the Austtalian Authorised Adaptation of the Child Health 
Questionnaire-parent/proxy report (CHQ PF50) described above. Sections one to nine 
of the questionnaire comprised the CHQ PF50 and sections ten to twelve comprised 
sociodemographic data on the child and parent/carer and questions about health 
concerns and health service use (Appendix 1 ) . In the question relating to health 
concems, question 10.8, specific conditions eg Autism, Cerebral Palsy, and Attention 
Deficit Disorder were included. The questiormaire took approximately 20minutes to 
complete. 
3.4.2 Teaching Staff 
A short questiormaire was developed to assess the perceptions of teachers and support 
staff regarding the health status of the children in their care, the health 
problems/conditions of the children in their care, their confidence in dealing with 
these and their concems about specific issues including medication, hygiene and 
nutrition. Questions relating to the supports available if they have a concem about 
health issues and resources that they felt would assist in their management of the 
children in their care were also included. The list of possible health 
problems/concems was identical to that used in the parent/carer questionnaire. A 
small convenience sample was used to pilot and refine the questionnaire. The length 
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of the questionnaire and the foraiat of predominantiy close-ended questions with 
provision for individual comments were considered appropriate. (Appendix 2) 
3.4.3 Health Staff 
The three nurses providing health support to the special schools were contacted and 
invited to participate in the study. A school based nursing service is provided to the 
Southport special school, through Education Queensland (Low Incidence Unit 1999). 
Community Child Health nurses, employed by the Gold Coast Health District 
provide a consultative service to the Mudgeeraba and Coolangatta schools, although, 
the service to the latter was reinstated in 1999 after an oversight resulted in the school 
being left 'off the list' when a new nurse was employed .Interviews were conducted 
with these nurses, their responses ttanscribed and themes identified. The questions 
used to guide the discussion are as listed: 
Describe the service you provide to the special school. 
Practically, what does this involve? 
What difficulties do you encounter in providing this service? 
What support is available to assist you in this role? 
What do you see as the needs of the children attending the special school? 
3.4.4 Data analysis 
SAS (Statistical Analysis Software 1993) was used for the data analysis. CHQ PF50 
mean scale scores of the special school group were compared with the Australian 
norms using a one sample t-test. Within the special school group, male and female 
CHQ PF50 mean scale scores were compared using a two sample t-test. Possible 
associations between the following variables and the mean CHQ PF50 scale scores 
were explored using one way analysis of variance to identify significant explanatory 
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variables. The independent variables used in this analysis were selected on the basis 
of a review of the literature and clinical judgement. For each of the CHQ PF50 
scales, variables were screened at a 10%) significance level. 
Variables screened: 
age of child * 
gender of child 
ADD/ADHD 
ASD/Autism 
Behaviour 
Intellectual Impairment/Developmental Delay 
Epilepsy 
child's place in family 
health of parent/carer 
parent/carer with/without partner* 
education level of parent/carer* 
parent / carer work status* 
*For ease of analysis, grouping of these data was performed as follows: 
Age of child : children were grouped into five age categories,( five to seven years, 
eight to ten years, eleven to twelve years, thirteen to fifteen years and sixteen to 
eighteen years ), comparable with age bands used in the Austtalian normative data. 
45 
Chapter 3 
Marital status of parent/carer: two groups were used; with partner, included 
married and de facto; without partner, included single/never married, separated/ 
divorced and widowed. 
Education level of parent/carer: highest level of education achieved by the 
parent/carer was grouped into three categories: completed primary education, 
completed secondary education, post school qualifications. 
Work status: two groups were used: either parent m employment, or neither parent 
employed. 
On the basis of this analysis, four variables were omitted from further comparison: 
age group, place in family, health of parent/carer and with/without partner. 
Multivariate analysis was performed using the remaining variables and six possible 
explanatory variables were identified: ASD/Autism, Behaviour, Intellectual 
Impainnent/ Developmental Delay, Epilepsy, parent /carer education level and 
parent/carer employment. Statistical models were constructed for each of the CHQ 
scales to investigate the main effects of these variables. A 5% significance level was 
selected for the final models. 
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Chapter 4 Results 
4.1 Parent/Carer Questionnaire 
Of the 262 questiormaires mailed, 113 completed questionnaires were retumed, a 
response rate of 43%). Three questiormaires were retumed 'Left address' and one 
parent, the mother of two students, rang to apologise, as for family reasons, she was 
unable to participate. The response rate for each of the schools ranged from 55.8%) for 
Mudgeeraba to 41% for Coolangatta and 37%o for Southport. 
4.1.1Parent/Carer Characteristics 
The questionnaire was completed by 105 biological parents, 93mothers and 12 
fathers. Three guardians, three step-parents, one adoptive parent and one grandparent 
comprised the remainder of the participants. 
Table 4.1 provides details of demographic characteristics of the participants in the 
study. 
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Table 4.1 Demographic details :parents/carers 
Parent/carer 
Gender 
Age 
Country of birth 
Ethic background 
Marital Status 
Education level achieved 
Family 
Employment 
Child's place in family 
Female 
Male 
19-29 years 
30-39 years 
40-49 years 
50+ years 
Australia 
Overseas* 
Aboriginal, Torres Strait Islander 
Married/ De facto 
Never married/divorced/separated/widowed 
Primary school 
Completed secondary school 
Trade Certificate/ Technical 
Tertiary 
Either parent in employment 
No parent in employment 
First (includes 16 'only child') 
Second 
Third or subsequent 
N«„ % 
m 
14 
2 
41 
54 
14 
il 
32 
87.6 
12.4 
1.8 
37.0 
48.6 
12.6 
71.7 
28.3 
77 
36 
45 
20 
40 
8 
63 
50 
46 
M 
2f 
68.0 
32.0 
40.0 
17.7 
35.4 
7.0 
56.0 
44.0 
41.0 
34.0 
25.0 
*Countties included New Zealand (7%), United Kingdom/Ireland (7%)), and Vietnam, 
China, Italy, South Afiica, Philippines, Yugoslavia, Indonesia, Colombia, Japan 
and Sri Lanka. 
The proportion of the parents/cares bom in Australia and those reporting Aboriginal 
or Torres Sttait Islander status were similar to the Australian Bureau of Statistics 
1996 data for the City of Gold Coast. (Table 4.2) 
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Table 4.2 : Comparison of parents/carers place of birth with ABS 1996 census 
data for City of the Gold Coast 
Place of birth Study % ABS% 
Bom in Austraha 71.7 71.8 
Bom overseas 27.4 24.2 
Aboriginal /Torres Strait Islanders M 3 
4.2Characteristics of the Children 
The study population composed 66 males (58.4%)) and 47 females (41.6%) with a 
mean age of 12.58yrs (range 5-18 yrs, SD 3.39). The study group did not differ 
significantly from the original sample in terms of gender (x2 =0.78,NS.) and age 
(Table 4.3) 
Table 4.3 : Student characteristics :responders and non- responders 
Male 
Female 
Mean Age (years) 
Responders (n= 
66 
47 
12.6 
=113) Non-responders (n=149) 
95 
54 
12.7 
4.2.1 Health Status 
The child's overall health status was rated as good or better by 89%o of the 
parents/carers. Only one parenf carer reported the child's health as ^poor'. The 
responses are summarised in Figure 4.1 
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4.2.2 Health Conditions 
Health conditions reported by the parents/carers are shown in figure 4.2. Because of 
the nature of this study there was no way the accuracy of these reports or the 
diagnoses could be ascertained. Other conditions reported by the parents/carers 
included a congenital cardiac condition , quadriplegia, Alexander's disease, multiple 
handicaps/ 'brain damaged', chromosome translocation, scoliosis, Kabuki syndrome. 
Spina Bifida/hydrocephalus/gastrostomy button, and obesity (6 reports). The 
percentage of children reported to be seeing a health professional for these condittons 
is also shown. 
Children were reported to have from one to thirteen of the conditions listed (Table 
4.4 ). 
Table 4.4 : Number of conditions reported by parents/carers. 
Number of conditions reported 
1 
2-5 
6-10 
> 10 
% of children in each category (N=113) 
8 
44 
43 
4 
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Other conditions 
Speech problems 
Vision problems 
Deafness /hearing impairment 
Sleep disturbance 
Soiling/ encopresis 
Incontinence 
Epilepsy 
Eating/feeding problems 
Down Syndrome 
o 
'•B 
c 
o 
u 
ra Dev. Delay/ Intell. Impairment <o 
Dental problems 
Cerebral Palsy 
Chronic bone/joint problems 
m Chronic lung condition 
Behaviour problems 
ASD/Autism 
Asthma 
ADD/ADHD 
uajpimo lo o/o 
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4.3 CHQ PF50 Scales 
The mean scale scores for the study population compared with the Australian data are 
shown in Table 4.5 and Figure 4.4 
Table 4.5: CHQ PF 50 scale scores for Special Schools compared with 
Australian data. 
Scale 
PF 
REB 
RP 
BP 
BE 
MH 
SE 
GH 
PE 
PT 
FA 
FC 
Mean (Aus t ) 
94.6 
93.7 
94.2 
82.3 
77.5 
80.2 
79.7 
76.9 
80.6 
91.5 
85.5 
76.1 
Mean (Spec. Sch.) 
71.7 
63.3 
75.3 
77.9 
57.3 
66.9 
64.0 
65.0 
49.6 
56.2 
49.8 
67.0 
SD (Sjjec Sch.) 
34.9 
38.0 
33.9 
26.4 
24.2 
17.0 
20.7 
20.3 
27.8 
29.7 
27.1 
27.7 
No. 
112 
109 
U l 
113 
110 
108 
102 
113 
113 
113 
113 
112 
9 5 % CI 
65.2-78.1 
56.1-70.4 
68.9-81.6 
71.6-84.2 
52.8-61.8 
63.6-70.1 
60.0-68.0 
61.3-68.7 
44.5-54.8 
50.7-61.6 
44.8-54.8 
61.9-72.1 
P value* 
<.0Ol 
<.001 
<.001 
NS 
<.001 
<.00] 
<.001 
<.001 
<.001 
<.001 
<.001 
<.001 
*One sample t-test. 
The mean scale scores in all but the Bodily Pain (BP) domain were significantty 
different from the Australian norms. It should be noted that the scale scores could 
range from 0 to 100 and scores of 0 were recorded. The large scatter of scores 
accounts for the large standard deviations obtained in the analyses. 
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CHQ PF 50 scale scores for the males and females in the group are compared m Table 
4.6 and Figure 4.5. 
Table 4.6 CHQ scales for male and female special school students. 
Scale 
PF 
REB 
RP 
BP 
BE 
MH 
SE 
GH 
PE 
PT 
FA 
FC 
Males X 
74.3 
54.6 
75.6 
76.9 
52.1 
64.4 
60.8 
64.1 
45.4 
50.6 
42.1 
66.5 
SD 
35.8 
40.8 
36.4 
27.1 
22.3 
16.5 
20.9 
21.5 
27.6 
29.6 
25.4 
27.2 
No(n) 
66 
63 
65 
66 
64 
62 
59 
66 
66 
66 
66 
65 
Females x 
67.9 
75,1 
74.9 
80.2 
64.5 
70.1 
66.3 
65.9 
55.6 
63.9 
58.8 
67.8 
SD 
33.5 
30.4 
30.4 
24.8 
25.1 
17.5 
21.1 
17.3 
27.0 
28.4 
26.3 
28.6 
No.(n) 
46 
46 
46 
47 
46 
46 
43 
47 
47 
47 
47 
47 
T value* 
.9555 
2.879 
0.1068 
0.6482 
2.7354 
1.7199 
1.3197 
0.47 
1.9546 
2.3910 
3.38759 
.02463 
P value 
NS 
<.005 
NS 
NS 
<.01 
NS 
NS 
NS 
NS 
<.02 
<.001 
NS 
*2 sample t-test. 
Male scores were significantly lower than female scores on the scales related to 
behaviour, le. Role/Social Limitations-Emofional /Behaviour (REB) and General 
Behaviour (BE ) and the Parental Impact-Time (PT)and Family Acfivities (FA) 
scales. A trend towards significance was observed in the Parental Impact-Emotional 
(PE) scale. 
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As described above univariate and multivariate analyses were performed to explore 
the relationship between a number of variables and the mean CHQ scale scores. As a 
result of these the following vanables were identified as possible explanatory 
variables and statistical models were constructed for the CHQ scales to investigate the 
mam effects of these variables: 
• ASD/Autism * 
• Behaviour 
• Intellectual Impairment/ Developmental Delay 
• Epilepsy * 
• Parent/carer educarion level * 
• Parent/carer employment* 
*p<.001 
ASD/Autism: Children reported to have ASD/Autism scored significantly lower on 
the Role/Social Limitations-Emotional /Behavioural (p^.OOl) 
Epilepsy : Children reported to have Epilepsy scored significantly lower on the 
General Health Scale (p=.000) 
Parent/carer education level: Those parents reporting post secondary education or 
training reported lower scores for their children on the Role/Social Limitations-
Emotional /Behavioural (p=.009) 
Parent/carer employment: For those families where no one was employed, the child 
was reported to have lower General Health scores (p .^OO) 
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4.4 Teachers/Support Staff 
Of the 129 questionnaires distributed, 57 were retumed . Responses were received 
from 27 teachers, 23 teacher aides, and 3 visiting therapists, 2 advisory visiting 
teachers, one guidance officer and one administrative officer. For the purpose of this 
study, the responses of the 50 teacher and teacher aides will be reported. As described 
previously, the exact number of teachers and teacher aides at the three schools was 
not known. 
4.4.1 Health Status of Students 
The health status of children in their care was reported as good or better by 19 (70%) 
teachers and 15 (65%) teacher-aides. Three staff reported the overall health status of 
children in their care as poor ( one teacher and two teacher-aides). 
Reported health conditions 
The health conditions of children in their care reported by the school staff are shown 
in Figure 4.5. As explained above, because of the nature of this study, there was no 
way the accuracy of the diagnoses or reports could be ascertained. Staff were also 
asked to report if they were confident or not m managing the reported conditions and 
the percentage indicating that they were confident is shown. Overall, most 
respondents indicated that they were confident with managing the children in their 
care with the conditions listed. The numbers of those indicating they were not 
confident were too small to allow a valid comparison between teacher and teacher-
aide reports. 
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4.4.2General Health Concerns 
Other general health concems are shown in Table 4.7 
Table 4.7 General health concerns reported by teaching staff. 
Staff concems % 
Medication 31 
Medical condition 42 
Personal hygiene 67 
Diet/Nutrition 61 
Weight 64 
Drug use 10 
Other concems raised by respondents(6) included 
• concems expressed about parents/carers management of children's health and 
medication; 
• safety issues 
• promiscuity 
If concems are raised about the health of children in their care, respondents indicated 
a number of persons they could contact and these are shown in Table 4.8 
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Table 4.8 Contact persons if teaching staff have concerns. 
Contact person % 
Parent fO 
Principal 70 
Nurse 54 
Child's specialist 14 
Child's general practitioner 8 
Other person * 12 
* Three teacher-aides indicated that they would contact the child's teacher and other 
contacts listed included therapy staff. Cerebral Palsy League staff and guidance 
officer. 
4.4.3 Resources 
Resources identified by respondents that would assist in the management of children 
in their care are shown in Table 4.9 
Table 4.9 Resource needs reported by teaching staff 
Resources % 
Written material 76 
Access to a nurse * 84 
Other ** 44 
* For the two schools without a school-based nurse, 26 of the 31 staff indicated that 
access to a nurse would assist in the management of children in their care. 
** Respondents identified four main resource categories: 
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• videos on identificafion and management of medical conditions: 
• greater access to therapists, advisory visiting teachers, guidance officers, 
behavioural adjustment team members and medical persotmel involved in the 
children's care: 
• improved access to toilet facilities: 
• professional development. 
4.5 Health Services in Special Schools 
4.5.1 Community Child Health 
The two Community Child Health Nurses described their current role to the 
Mudgeeraba and Coolangatta special schools as that of a resource nurse. In practical 
terms this was described as being available to respond to any concems that may arise 
about health matters at the schools. This might involve providing information for 
school staff or visiting the school to see a child or parent/carer. Issues relating to 
student nutrition and hygiene and infectious diseases had been responded to. In the 
past one nurse had attempted to visit the school on a weekly basis to establish a 
relationship with the school staff and students and respond to needs as they arose. 
Education sessions requested by school staff for parents were poorly attended and 
education sessions for teachers were provided on request. An attempt had also been 
made to provide a health screening service to all new enrolments, based on the 
recommendations of the National Health & Medical Research Council ( 1993). One of 
the two nurses interviewed was not aware of these recommendations. 
The difficulties identified by these nurses in providing services to their nominated 
special school related to resources, parent and teacher perception of the service and 
the lack of training provided to the nurses . 
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Resources 
Both nurses identified a lack of time as a barrier to their providing a service. 
" It 'sjust the perennial problem of having so many things to be involved in and we 
are flat out" 
A lack of access to appropriate tools for vision and hearing screening in students with 
limited physical and intellectual functioning was also identified. When parents/carers 
were not present, teaching staff often had to be involved in the screening process as 
the nurses did not know the students' abilities or limitations. 
Parent/carer and teacher perception of the service. 
The nurses identified that parents often indicated that their children were being 
adequately looked after medically. 
" They think the child is well addressed by their own medical practitioners and 
specialists, and they don't realise that we can offer something that is different. 
"They feel that because they are under the care of a specialist who is looking at one 
area, the whole child is being looked at therefore they might be looking at 
something in the head but don't look at the feet or back. " 
Teachers were also perceived to share this view. 
" The teachers I have met out there ... they think all the needs are being met" 
Parents had also not retumed consent forms, as they were unaware of what service 
was being offered by the nurse. 
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Training/professional support. 
Neither of the nurses had any specific training or experience with children with 
disabilities. While the training needs of nurses working with adolescents in high 
schools had been addressed, these nurses, working with adolescents with disabilities 
had been offered no specific training. 
To provide a comprehensive health service to the special schools, both nurses 
identified a campus-based nurse as the ideal. Until Education Queensland provides 
such a resource, the Community Child Health Nurses identified the follovsdng as 
possible approaches : 
• working as a team if new enrolments require health screening: 
• investigating what resources are available to assist teachers especially in their 
concems relating to nutrition and hygiene: 
• identifying resources in health promotion or education eg relating to issues of 
sexuality and contraception that address the needs of adolescents with a 
disability: 
• exploring training opportunities, perhaps in conjunction with the nurses providing 
services m Education Queensland facilities. 
4.5.2 Education Queensland Nurse 
In providing support for students with complex health needs at the Southport Special 
School, the role of the nurse involves: 
• attending to roufine health procedures such as regular gastrostomy tube feeds for 
up to five children during the school day: 
• provision of first aid to students, especially m the area of seizure management: 
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• administration of medication to students: at the time of this interview 30% of the 
students at the school were on anticonvulsant medication and 14 different 
medications were distributed on average daily: 
• maintaining an up to date medical history on the children with complex health 
needs and contributing a medical perspective to the development of the students' 
individual education plans: 
• acting as a support and resource person for school staff and parents. 
Not all students attending the school have complex health needs so these students are 
generally not seen. (Low Incidence Unit, ,1999) 
The main difficulties encountered in providing the service related to 
• the lack of time available to do anything but attend to the immediate needs of the 
students 
• a lack of support and sense of isolation m that there was no local professional or 
peer support available 
• difficulty in liaising with Medical staff, especially in situations where a child has 
been discharged from hospital and no official notification has been received about 
changes in medication. 
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Chapter 5 Discussion 
This study has provided an understanding of the health status of children attending the 
three Gold Coast special schools from the perspective of their parents/carers and 
teachers. 
5.1 Parent /Carer Perspective 
While the majority of children in this study were reported to have good overall 
health, their functional health and general well being were limited compared to other 
Austtalian school children. This difference was evident for males and females in 
eleven of the twelve CHQ PF50 scales, but was more pronounced for males in areas 
relating to behaviour and emotional health. The significant impact of the child's 
physical and psychosocial functioning on the parents and on aspects of family life was 
also highlighted in this study. When the specific relationships between a number of 
variables and the individual CHQ scale scores were further explored, results 
previously reported or that could be anticipated were evident for conditions such as 
Epilepsy and Autism/ASD. The GH (general health) scale score in this study was 
significantly lower for children reported to have epilepsy, a finding previously 
reported by Landgraf, Abetz and Ware (1996). Although there are no published 
reports of experience with the CHQ with children with Autism/ASD, the low scale 
score on the REB (role/social limitations-emotional behavioural) scale could be 
anticipated because of the impaired social interactions and communication skills and 
often unusual behaviours that characterise these disorders( Curran and Tonge 1998). 
66 
Chapter 5 
The relationship between parental employment and reporting on the child's general 
health is of interest in this study. Landgraf and Abetz (1998) have reported that 
parents/carers working either full or part time, report more favourably on the GH 
(general health) scale relative to nonworking parents/carers. This scale score was 
found to be significantiy lower in the present study for nonworkmg parents/carers. 
However, one of the limitations of this study is that no question was asked about the 
reason for the parent not working. A number of nonworking parents indicated that 
they were carers for their child and this might suggest that their child's health was 
poor or their child required more care. 
In this study, results conttary to those reported elsewhere were also obtained. The 
relationship between higher or post school parental education and lower scores on the 
REB (role/social limitations-emotional/behavioural) scale is of interest here. In their 
study, Landgraf and Abetz (1998) reported that the less educated parents reported 
significantly lower scores on a number of the scales including the REB scale. This 
was an American sample and approximately one quarter of the sample was non-
caucasian. One possible explanation for the lower score in the current study is that 
parents with higher educational attainment may have higher expectations for their 
child than parents with lower educational attainment. 
Previous experience with the CHQ and children vsdth a diagnosis of ADD/ADHD, 
suggested that low scores for scales such as REB (role/social emotional/behavioural), 
BE (general behaviour), SE (self esteem), PT (parental impact-time) and MH (mental 
health) would be expected. However in this study, this was not evident, perhaps 
because these children had many other conditions as well as ADD/ADHD. 
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A wide variety of health conditions were reported by the parents/carers . The high 
levels of Intellectual Impairment and Autism/ ASD reported were to be expected as 
these conditions are amongst those identified by Education Queensland as requiring 
higher levels of educational support. Behaviour and speech and language 
impairments also reported in a large number of the students, are likely to be 
associated with underlying conditions such as Intellectual Impairment, Autism/ ASD 
and ADHD. The proportion of vision and heanng problems reported in this study are 
comparable to those reported by Ackland and Wade (1995) in their study of Victorian 
special school children. However, these particular conditions were found to be 
sigiuficantly under-reported when the Victorian children were medically assessed. 
Conditions that are likely to be chronic, impact significantly on the child's quality of 
life and impose ongoing demands on the family were reported by up to 30% of 
parents/carers. These conditions include incontinence, sleep problems, dental 
problems, soiling/encopresis and eating problems. In most cases, less than a third of 
those reported with these conditions were regularly seeing a health professional. 
Whether these conditions were being adequately managed was not known. 
In all of the conditions reported, the majority of children were not being seen 
regularly by a health professional. This contrasts with the perceptions of the 
Commimity Child Health staff. One of the difficulties m this reporting may have 
been the interpretation of the word 'regulariy'. As many of the conditions are chronic 
and ongoing it is possible that regular review by a health professional is not perceived 
as necessary. Two of the parents/carers who reported that their children had Epilepsy 
wrote in the questionnaire that they saw the doctor, 
"only when we needed more medication " 
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The benefits of regular medical review of children with disabilities have been 
detailed above by Graves (1998), Leonard et al (1999) and Selikowitz (1992). With 
conditions such as Autism/ASD, Hearing, Vision and Physical Impairment, diagnosis 
by a medical specialist is required for the ascertainment process by Education 
Queensland. Thus a proportion of the children in this study would have been 
medically assessed prior to their admission to the special school. In this study it is 
not known how many of the 97 children reported to have an Intellectual hupairment 
have been medically assessed or investigated as to the cause of their disability. As 
reported by Newton and Wraith (1995) the investigation of such children in the 
absence of family history or clinical signs is rarely rewarding. For those children with 
a moderate to profound intellectual disability, a positive family history and an unusual 
phenotype, the cause is likely to be genetic in approximately 50% of cases , but as yet, 
only a proportion of these have been characterised at the molecular level ( Raynham 
et al 1996). However as suggested by Graves (1998) clinical phenotypes may become 
apparent with time and vrith advances in genetics, new conditions are identified and 
new tests become available. 
5.2 Teaching Staff Perspective. 
From the perspective of the teachers and teacher-aides, the health of children in their 
care was generally good. This group also reported that they are involved in teaching 
students with a wide variety of conditions and in the majority of cases they expressed 
their confidence in dealing with these conditions. This may reflect the support 
provided by advisory visiting teachers or the ongoing education that has been offered 
in areas such as Autism/ASD. However more than 60%) of these respondents reported 
concems about general health matters such as hygiene, weight and diet or nutrition. 
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Whether these concems needed to be addressed was not explored in this 
questiormaire. Hygiene and weight/diet were not high on the list of staff concems that 
needed discussion m the study by Ackland and Wade (1995). Rather, behaviour, 
medical care and diagnosis were the main concems expressed in that study. 
Concems about hygiene and infection control had also been expressed to the 
Community Child Health staff by the school staff 
5.3 Health Service Providers' Perspective 
One of the benefits of this study was the opportunity for those providing health care to 
the three schools to voice their concems. It was obvious from these discussions that 
there is confusion about the role of the Community Child Health staff in the special 
schools and the services they feel confident to offer. Also apparent was the lack of 
ttaining and support to assist them to deal with students with diverse, complex and 
significant health problems. An attempt had been made to provide a regular presence 
at one of the schools, however, the nurse did not feel that her time was well spent. 
Dealing with the immediate health needs of children with complex needs was the 
focus of the 'on campus' nurse at the Southport special school. Little or no time was 
thus available to address the needs of other children attending the school. The lack of 
a preventative or health promotion focus at all three schools was apparent. 
5.4 Conclusion 
This study has provided an overview of the health status of children attending the 
three Gold Coast special schools. Compared with a population of Austtalian children 
attending regular schools, these children are reported by their parents to be less 
healthy on a range of subjective health measures. The significant impact of these 
children's disabilities on aspects of parental and family functioning has also been 
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documented. These children were reported to have a range of conditions, many 
chronic with the potential to interfere with the child's quality of life, which 
seemingly are or have not been adequately addressed medically. 
Teaching staff reported their confidence in managing children with a variety of 
conditions, which were often complex. However, a large proportion expressed 
concem about very basic health matters such as hygiene and nuttition that impact on 
their management of the children in their care. Teaching staff nominated access to a 
nurse and written material or information about various conditions as resources that 
would enhance and support their role. 
With respect to the health services provided to the children attending these schools, 
there is provision for the nursing support of children with specialised health needs 
attending the Southport special school, however, the role of the Community Child 
Health nurses is less well defined. Overall there would appear to be a lack of any 
preventive or health promotion efforts in the three schools. 
5.5 Limitations of Study 
The method used to survey the parents/carers, an anonymous, mailed questionnaire 
was chosen as the most efficient and economical way to provide a basic 'snapshot' of 
the perceived health status of this population. However one of the limitations of tiiis 
method is the expected lower response rate than that achieved with methods such as 
face to face or telephone interviews ( Veale 1998; Hawe et al 1990). 
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With an overall response rate of 43% in this study, non-response bias, a form of 
selection bias is a limitation of this study. Lightfoot, Wright and Sloper (1999) 
achieved an overall response rate of 36%o in their study of young people with chronic 
illness or disability attending mainstteam schools. However in their study, a variety of 
methods were used to enrol the families and consent from parents and the student was 
required . In terms of gender and age , the children whose parents/carers responded in 
this study did not differ from the total group. The proportion of parents bom outside 
Austtalia was similar to that for the population of the Gold Coast and there is no 
reason to presume that this proportion would differ significantly in the nonresponders. 
It is not known if literacy skills, including the ability to read English contributed to 
the nonresponse rate. 
Children attending the Southport special school are more likely to have complex 
health needs than children attending the other two schools. As shovvTi above, more 
than a third of the students have multiple disabilities that result in a combination of 
ascertainment criteria. Thus one possible reason for the lower response from this 
school may have been the number or complexity of the children's disabilities. 
The CHQ PF 50 is a generic questionnaire and some parents/carers may have felt that 
the questions were not applicable to their child. The question relating to the 
parents/carers report on the child's self esteem, question 7.1, proved difficult for a 
number of parents, as evidenced by the comments they wrote: 
"This one was just too hard to fill out" 
"Fm not sure how to answer as my child is unable to respond. " 
"Our child has no communication skills " 
"I am unable to answer, due to child's lack of awareness " 
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"/ don 7 know; he wouldn'/ even understand if I asked him " 
Questions relating to the child's limitations in school or in activities with friends also 
proved difficult for some parents: 
" My child is too disabled and cannot do anything " 
" My child is 'brain damaged' causing problems not outlined in this questionnaire " 
" My child is quadriplegic and cannot walk, talk, communicate and has no control of 
bodily functions " 
" My child has severe mental retardation as well as Cerebral Palsy that confines him 
to a wheel chair. I feel some questions are not applicable. " 
These comments were written on questionnaires retumed for children from all three 
schools. 
Details of the child's diagnosis or condition and the professional help accessed could 
not be verified because of the anonymous nature of the study. Because of this, further 
analysis of the data did not proceed. Reports of experience of this questionnaire with 
children with specific conditions, as has been described above, derived from specific 
clmic settings where the diagnosis was certain. Because of the survey method used 
here, there was no provision to explore further the parents/carers understanding of the 
questions or words used in the questions, such as 'regularly'. Difficulty with such 
concepts was not reported by the investigators in the Health of Young Victorians 
Sttidy (Waters et al 1997). 
The representativeness of the teacher/support staff sample is open to question as the 
exact number of such staff was difficult to ascertain. Again because of the nature of 
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the questionnaire used, the conditions reported by these respondents could not be 
verified. 
When this study was undertaken, it was anticipated that physical and psychosocial 
scores would be calculated and used to distinguish those children with a 
predominantiy physical health outcome from those with a psychosocial one. As 
explained above, the experience of the authors of the Australian norms for the CHQ 
PF50 did not agree with the American experience and further use of the questionnaire 
with children with specific clinical conditions has been suggested. 
5.6 Directions for Future Research 
This study was limited to the special school population of students and their teachers 
in the Gold Coast District. The health status of the over 600 children identified with 
educational needs arising from a disability and attending regular schools in this 
Disttict is unknown. The use of the CHQ PF50 in association with a questiormaire for 
teaching staff could be used to identify the health needs of this population and used by 
Education Queensland and Community Child Health Services to plan appropriate 
support and intervention programmes. 
The health and well being of young people (12 years and over) with a disability 
attending school is an area of concem. Youth health programmes have recentiy been 
inttoduced into a number of Queensland schools, however, the needs of young people 
with a disability are not being specifically addressed. An adolescent self-report 
questiormaire, CHQ CF87, and a shorter form normed for Austtalian youth by Waters 
et al (1999) potentially could be useful in defining the needs of this population. 
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Chapter 6 Recommendations 
6.1 Defining the Role of Community Child Health Staff in Special Schools. 
The release of the National Health and Medical Research Council's Review of Child 
Health Screening and Surveillance has the potential to radically change the way 
Community Child Health services have traditionally been offered. In anticipation of 
this, the data obtained in this study could be used as the basis for consultation with 
special school communities to determine the health services most appropriate to their 
particular school. 
Community Child Health staff potentially could play a pivotal role in promoting and 
enhancing the health and wellbeing of children in special schools by working in 
partnership with parents and teachers. Practically, they may be involved in the 
drawing up of a child's individual education plan, by providing a specialised health 
focus, interpreting or ttanslating medical information or acting as the link between 
health and education personnel. A specialised medical assessment is required for the 
ascertainment of children with hearing, vision or physical disabilities and 
Autism/ASD, thus medical information will be available on a number of children 
attending the special school. However, as demonsttated in this study, a large 
proportion of children are not regularly seen by a health professional and the 
Community Child Health staff could assist in the identification and monitoring of 
health problems not readily apparent to parents or teaching staff 
Review of any new approaches to service delivery should be ongoing. 
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6.2 Establish Links Between Community Child Health Staff and the Education 
Queensland Nursing Service. 
A lack of support and ttaining in the needs of children with complex health needs was 
identified by the Community Child Health staff. By establishing links locally with the 
Education Queensland Nursing Service, the potential exists to share resources and 
access ttaining and other supports offered by the respective services. 
6.3 Liaison with the Director of Paediatrics, Gold Coast Hospital. 
The lack of communication about changes to a child's medication or medical care on 
discharge from the Gold Coast Hospital is an ongoing concem of the 'on campus' 
nurse at the Southport special school. While parents may be informed verbally, and a 
letter may, in time, be sent to the child's General Practitioner, no provision exists to 
inform the nurse about such alterations. For the younger children who have a Personal 
Health Record Book, there is now provision for the recording by health professionals 
of 'significant health events' and in the future this may be a way of facilitating the 
exchange of such information. However, in the intenm, liaison with the Director of 
Paediatrics at the Gold Coast Hospital should be arranged to determine a practical and 
workable method of sharing such information. 
6.4 Liaison with Services and Programmes Available within the Gold Coast 
District. 
A number of services and programmes already exist in within the Gold Coast disttict 
that could be utilised to address some of the needs identified by parents and teaching 
staff in this study. 
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Such resources include: 
• The Germbusters Programme-this programme, designed by the South Coast 
Public Health Unit to assist schools to improve hygiene in their communities, has 
been adapted for use in child care settings. The Early Childhood kit (1998) 
includes a range of education resources, activities and ideas to promote an 
understanding of 'germs', how to stay healthy and good handwashing 
techniques. There is an emphasis on involving parents, children and staff to take 
responsibihty for their personal hygiene as well as the general hygiene of their 
centre or school. Evaluation of the programme has demonstrated sustained 
changes in handwashing techniques at least in the short term. Such a programme 
could be adapted for use in the special schools, and potentially would be more 
effective than talks on hygiene. 
• Community Health Dietitians already offer a variety of services to school 
commmuties in the Gold Coast disttict. Such activities have involved children, 
parents, tuckshop personnel and school staff 
• Genetic Counsellor-this service is based at the Gold Coast Hospital and is part of 
the Queensland Health Genetics Service. The counsellor provides communit}' 
education, advice and information about specific genetic conditions and support 
for families. 
• Gold Coast Recreation and Sport Association-fhis service provides a range of 
recreational and support services for children and young people with disabilities. 
Recentiy, support services for parents and siblings have also been offered. 
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There is a variety of other support services, some specific such as the ASD group that 
is being established, and others more general, such as the Gold Coast Family Support 
Group, available in the community. Whether the health staff could provide 
information about the above resources via a resource folder for teaching staff, by 
providing information for the schools' newsletters, or via a regular e-mail bulletin to 
the schools could be explored with the individual school communities. 
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Parent/carer questionnaire (11 pages) 
Consent form (1 page) 
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offered jointly by 
Griffith University, Queensland University of Technology, The University of Queensland 
Project Title 
Investigator 
Telephone 
Supervisor 
The healfla of children attending special schools in the Gold Coast District as 
perceived by their parents/carers and teachers. 
Dr. Margaret Hogan 
07-5570 8536 
Associate Professor Nicholas Lennox, Director, Developmental Disability Unit, 
Department of Social and Preventive Medicine, University of Queensland. 
CONSENT FORM 
Thani: you for your participation, 
t. 
The study aims to identify the concems parents have about the health of their children who are attending 
the special schools in the Gold Coast District. It also aims to identify what health services are being 
provided to special schools and any mnitations of these services. 
Your participation in this study is entirely voluntar}'. 
This consent I'orm will be stored separately from the questionnaire. 
Please sign below to indicate your consent to talce part in the study. 
Participants signature: 
Date: / / 
Please retum the consent form and the questionnaire in the enclosed envelope. 
If you have any questions about this study or the questionnaire, please contact me on 5570 8536 
Queensland Centre for Public 
Health - Griffith University 
Faculty of Environmental Sciences 
NATHAN OLD 4111 
Ph; (07) 3875 3686 
Fax: (07) 3875 6709 
Queensland University of Technology 
School of Public Health 
GPO Box 2434 
BRISBANE OLD 4001 
Ph: (07) 3864 5878 
Fax: (07) 3864 5877 
Tne University:ot;.Queensland 
racut||l|j::|ieaIthv;Science5.-
•MaynepiiiMl:-Schpc], Hersic--
iEBS|iNMO:i;;40G6 
ii ipi | i l65:54i;E: '^ 
iiax?ii07pi365;S13^ 
THE HEALTH OF CHlLDREN ATTENDING SPECIAL
SCHOOLS IN THE
GOLD COAST DISTRICT.
A QUESTIONNAIRE FOR PARENTS
INSTRUCTIONS
I. This questionnaire asks about your cIuld's health and well-being
') The Australian Autborised Adaptation of the Child Health Questionnaire-Parent
Fonn (Aust CHQ-50) comprises sections I to 9. Sections 10 to 12 provide
background infonnation 01] you and your child.
3. Your answers remain confidential. Only myself and my supervisor will have
access to the completed questionnaires.
4. Please answer by marking the appropriate box for each question X
5. Please answer each question. There are no right or \VTong answers. If you are
unsure bow TO answer a question, please give the best answer you can and make a
comment in the margin.
6. All comments will be read., so please feel free to make as many as you wish.
Thank you very much for completing this questionnaire and the consent form.
If you have any questIons about the questionnaire or the study, please contact me on
55708536.
Please return this questionnaire and tbe consent form in the stamped addressed
envelope.
[ Your child's global health
1.1. In gener21, would you say your child's health is:
o
Excellent
o
Very good
o
Good
o
Fair
o
Poor
[ Your child's physical activities
The following questions ask about physical activities your child might do during the day.
2.1. During the past 4 weeks, has your child been limited in any of the following activities due to health
problems?
Yes, Yes, Yes, No,
limited a somewhat limited a not
lot limited little limited
a. Doing things that take a lot of energy, such 0 0 0 0
as playing soccer, running?
b. Doing things that take some energy such as 0 0 0 0
riding a bike or roller blading?
c. Ability (physically) to get around the 0 0 0 0
neighbourhood playground or school areas?
d. Walking one block or climbing one 0 0 0 0
flight of stairs?
e. Bending, lifting, or stooping? 0 0 0 0
f. Taking care of her/himself, that is, eating, D 0 0 0
dressing, bathing, or going to the toilet?
Your child's everyday activities
3.1. During the past 4 weeks, has your child's school work or activities with friends been limited in any of the
following ways due to EMOTIONAL difficulties or problems with his/her BEHAVIOUR?
a.
b.
c.
Yes, Yes, Yes, No,
limited a somewh2t limited 2 not
lot limited little limited
limited in the KIND of schoolwork or activities 0 0 0 0
with friends he/she could do?
limited in the AMOUNT of time he/she could 0 0 0 0
spend on schoolwork or activities with friends?
limited in PERFORMING schoolwork or 0 0 0 0
activities with friends (it took extra effort)?
O:-C.~C~I~.JdV~~ 1(;' weo ........·*'0 'CJC:.a~fU'1e CHQ
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3.2. Durin~ tho pa9t 4 weeks, lies your child's school work or activities with friends been limited in any of the
following ways due to problems with his/her PHYSICAL health?
Yes, Yes, Yes, No,
limited a somewhat limited not
lot limited a little limited
a. limited in the KIND ot schoolwork or activities , 0 0 0 0
with friends he/she could do?
b. limited by the AMOUNT of time he/she could 0 0 0 0
spend on schoolwork or activities with friends?
Pain
4.1. During the past 4 weeks, how much bodily pain or discomfort has your child had?
D
None
D
Very mild
o
Mild
D
Moderate
o
Severe
D
Very severe
4.2. During the past 4 weeks, how often has your child had bodily pain or discomfort?
D
None of
the time
ODD
Once or twice A few times Fairly often
D
Very often
D
Every day or
almost every day
Behaviour
Below is a list of items that describe children's behaviour or problems they sometimes have.
5.1. How often during the past 4 weeks did each of the following statements describe your child?
Very often Fairly Sometimes .AJmost Never
often never
a. argued a lot D D D D D
b. had difficulty concentrating or D D D D D
paying attention
c. lied or cheated D D D 0 D
d. stole inside or outside the home D D D D D
e. had tantrums or a hot temper D D D 0 D
C.~QJusl5().dvl ·070498. AUlhonsed Austr;;han aCaDlauon 01 the CHQ
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5.2. Compared to other children your child's age, in general would you say his/her behaviour is:
o
Excellent
o
Very good
o
Good
o
Fair
o
Poor
[ Well being
The following phrases are about children's moods.
6.1. . During the past 4 weeks, how much of the time do you think your child:
All of Most of Some of A little of None of
the time the time the time the time the time
a. felt like crying? 0 0 0 0 0
b. felt lonely? 0 0 0 0 0
c. acted nervous? 0 0 0 0 0
d. acted bothered or upset? 0 0 0 0 0
e. acted cheerful? 0 0 0 0 0
Self esteem
The following asks about your child's satisfaction with self, school, and others. It may be helpful if you keep in
mind how other children your child's age might feel about these areas.
7.1. During the past 4 weeks, how satisfied do you think your child has felt about:
Very Somewhat Neither Somewhat Very
satisfied satisfied satisfied nor dissatisfied dissatisfied
dissatisfied
a. his/her school ability? 0 0 0 0 0
b. hislher athletic ability? 0 0 0 0 0
c. hislher friendships? 0 0 0 0 0
d. his/her looks/appearance? 0 0 0 0 0
e. his/her family 0 0 0 0 0
relationships?
f. his/her life overall? 0 0 0 0 0
c'lqaustSO.dv1 .070498. Aulhonsed Australian adaptallon of the CHO
Cenve lor Community Child Heanh & Ambulatory Paecl<ltncs. Un,vef5l1y of Melbourne
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~ Your child's health
The following statements are about health in general.
8.1. How true or false is each statement for your child?
Definitely Mostly Don't Mostly Definitely,
true true know false false
a. my child seems to be less healthy than 0 0 D 0 0
other children I know
b. my child has never been seriously ill D D D 0 D
c. when there is something going around my D D 0 D D
child usually catches it
d. I expect my child will have a very D D D 0 D
healthy life
e. I worry about my child's health more than D D D D 0
other people worry about their
children's health
8.2. Compared to one year ago, how would you rate your child's health now:
o
Much better now
than 1 year ago
o
Somewhat better
now than 1 year ago
o
About the same
now as 1 year ago
D
Somewhat worse
now than 1 year ago
D
Much worse now
than 1 year ago
You and your family
9.1. During the past 4 weeks, how MUCH emotional worry or concern did each of the following cause YOU?
None at all A little bit Some Quite a bit Alot
a. your child's physical health 0 D D 0 0
b. your child's emotional well- 0 D 0 0 0
being or behaviour
c. your child's attention or D D 0 D 0
learning abilities
etlQaUslSO.dvl _070498. AUlhonsed Australian adaplallon c: ~~e CHQ
Cenlre fcr Communlly ChIld Health & Ambulalcry PaeCt<llnc:s. L'n,ve~lty of Melbourne
5
9.2. Durljla the ast 4 weeks wer OU LIMITED in the amoun of time YOU had for your own persona!
needs because of:
Yes, Yes, Yes, No,
limited me limited me limited me did not
a lot some a littJe limit me
a. your child's physical health 0 0 0 0
b. your child's emotional well-being 0 0 0 0
or behaviour
c. your child's attention or learning abilities 0 0 0 0
9.3. During the past 4 weeks, how often has your child's health or behaviour:
Very Fairly Sometimes AJmost Never
often often never
a. limited the types of activities you could do 0 0 0 0 0
as a family?
b. interrupted various everyday family 0 0 tJ 0 0
activities (eating meals, watching TV)?
c. limited your ability as a family to "pick up 0 0 0 0 0
and go" on a moment's notice?
d. caused tension or conflict in your home? 0 0 0 0 0
e. been a source of disagreement or 0 0 0 0 0
arguments in your family?
f. caused you to cancel or change plans 0 0 0 0 0
(personal or work) at the last minute?
9.4. Sometimes families may have difficulty getting along with one another. They do not always agree and they
may get angry. In general, how would you rate your family's ability to get along with one another?
o
Excellent
o
Very good
o
Good
o
Fair
o
Poor
chaauslJ<l.<Jv1 • 07~98. Aulnonsed AuSlrallan adaplaWn of tneCHO
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FACTS ABOUT YOUR CHILD 
10.1 Is your child: 
D U 
Male Female 
10.2 This child is my: (mark one box) 
D D • • n 
•^ Si ohd Qrd ^Ih j- 'f i ^.. . ^ ^ ^ ^ 
1 Z 6 4 5 or more 
10.3 How many children do you have altogether? (mark one box) 
D D D D D 
5 or more 
10.4 What is your child's date of birth? 
/ / 
Date Month Year 
10.5 To the best of your knowledge is your child up to date with immunisations for his/her age? 
D D n 
Yes No Don't Know 
10.6 Which Special School does your child attend? (mark one box) 
D D D 
Coolangatta Mudgeeraba Southport 
10.7 How long has your child been attending this school? 
D D D • 
Less than lyr 1 y r - 4 y r s 5 yrs - 9 yrs 10 years or more 
1\D.A.T.\269 
10.8 Does your child have any of the following conditions? (Please answer every question) 
No 
a. Attention deficit disorder (A.D.D. or A.D.H.D. 
b. Asthma 
c. Autism or Asperger's Syndrome 
Behaviour problems 
f. 
u 
U 
Chronic lung or breathing trouble (not asthma) D 
Chronic bone or joint problems 
Cerebral Palsy 
D 
n 
h. Dental problems 
Developmental delay or intellectual disability [J 
Down Syndrome 
Eating or feeding problems 
Epilepsy (seizure disorder) 
m. Incontinence or poor bladder control 
n. Soiling or poor bowel control 
0. Sleep disturbance 
p. Deafness or hearing impairment 
q. Vision problems 
r. Speech problems 
s. Other condition e.g. Fragile X, Obesity, Diabetes _.' 
i i 
D 
Yes, 
but does not 
see a health 
professional 
regularly 
Yes 
and sees a 
health 
professional 
regulariy 
n 
D 
D 
D 
D 
G 
D 
M 
n 
— 
D 
D 
n 
u 
1 
•• . . j 
D 
D 
D 
D 
U 
n 
n 
• 
D 
J 
G 
G 
G 
G 
G 
G 
G 
G 
u 
(Please describe below) 
1\D. 
Your own health and well being 
11.1. in general, would you say your own health is: 
D D D D D 
Excellent Very good Good Fair Poor 
11.2. Do YOU have an illness or health concern that requires you to see a health care professional frequently? 
a D 
No Yes (please describe) 
Facts about you 
12.1. 
12.2. 
What is the date today? 
/ / 
Day Month Year 
Are you: 
• D 
Male Female 
12.3. What is your date of birth? 
Day Month Year 
12.4. Which of the following best describes your relationship to this child? 
D D D D D 
Biological Step parent Guardian/ Adoptive parent Other (please 
parent Foster parent explain below) 
12.5. Which of the following best describes your current marital status? 
O D D D • 
Single/Never Married Defacto Separated/ Widowed 
Married Divorced 
12.6. Are you Aboriginal/Torres Strait Islander? 
Q • 
Yes No 
12.7. Were you bern in Auslidlid? " 
D D 
Yes No 
a) If NO, where were you born? 
United Kingdom or Ireland O 
New Zealand • 
Vietnam D 
China D 
Former Yugoslav Republics • 
Macedonia O 
Hong Kong & Macau O 
Italy 
Greece 
Spain 
Turkey 
Malaysia 
Russia 
Other (please 
specify) 
D 
D 
D 
D 
D 
D 
D 
b) If NO, how long have you lived in Australia? 
D D D D 
less than 1-5 years 6-10 years 11-20 years 
1 year 
D 
20 years 
or more 
12.8 What is YOUR main occupation? 
12.9 What is the main occupation of your spouse/partner, if applicable? 
12.10 Which of the following best describes YOUR current employment? (mark one box) 
a n D D n 
Employed /self Employed /self Not in paid Pensioner Other 
employed full employed part employmient/ 
time time home duties 
12.11 Which of the following best describes the current employment of your partner? eg spouse, de facto etc 
(mark one box) 
D D D n n 
Employed/self Employed/self Not in paid Pensioner Other 
employed full employed part employment/ 
time time home duties 
D 
Not 
Applicable 
12.12 What is the highest level of education YOU have completed? 
primary school G technical diploma/certificate G 
year 7/8 J tertiary degree G 
year 9/10 '_] post graduate degree U 
year 11/12 Q other e.g. Special School __ 
trade apprenticeship G 
12.13 What is the highest level of education your spouse/partner has completed? 
primary school LJ technical diploma/certificate _i 
year 7/8 Q tertiary degree _• 
year 9/10 G post graduate degree G 
year 11/12 G other e.g. Special School G, 
trade apprenticeship Q don't know or not applicable U 
Please check that you have answered all the questions. 
Thank you for your participation! 
1\D.A.T.\269 
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Appendix 2 
Teaching staff questionnaire ( 3 pages) 
Consent form (1 page) 
m 
taster ot Fublic Health Froaram 
offered jointly by 
Griffith University, Queensland University of Technology, The University of Queensland 
Project Title 
Investigator 
Telephone 
Supervisor 
The health of children attending special schools in the Gold Coast District as 
perceived by their parents/carers and teachers. 
Dr. Margaret Hogan 
07-5570 8536 
Associate Professor Nicholas Lennox, Director, Developmental Disability Unit, 
Department of Social and Preventive Medicine, University of Queensland. 
CONSENT FORM 
Thank you for your participation. 
The study aims to identify the concems teaching staff have about the health of children in their care. 
It also aims to identify what health ser/ices are being provided to special schools and any limitations of 
these services. 
Your participation in this smdy is entirely voluntary. 
This consent form will be stored separately from the questionnaire. 
Please sign below to indicate your consent to take part in the study. 
Participants signature: 
Date: / / 
Please retum the consent form and the questionnaire in the enclosed envelope. 
If you have any questions about this study or the questionnaire, please contact me on 5570 8536 
Queensland Centre for Public 
Health - Griffith University 
Faculty of Environmental Sciences 
NATHAN QLD 4111 
Ph: (07) 3875 3686 
Fax: (07) 3875 6709 
Queensland University of Technology 
School of Public Health 
GPO Box 2434 
BRISBANE QLD 4001 
Ph: (07) 3864 5878 
Fax: (07) 3864 5877 
The tjniversity of Queensland 
Faculty of Health Sciences 
Mayne fvledicai SchoOt; Herston Road 
:^::.HERSTON QLD 4006 : ; • : 
.Fax: (07)3365 5130 
THE HEALTH OF CHH^DREN ATTENDING SPECIAL 
SCHOOLS IN THE GOLD COAST DISTRICT 
A QUESTIONNAIRE FOR TEACHERS /SUPPORT STAFF 
1. This questiormaire asks about the children m your class. 
2. Your answers will remain confidential. Only my supervisor and myself will have 
access to the completed questionnaires. 
3. Please answer by marking the appropriate box for each question ^ 
4. Please answer each question. There are no right or wrong answers. If you are 
unsure how to answer a question, please give the best answer you can and make a 
comment in the margin. 
5. All comments will be read, so please feel free to make as many as you wish. 
Thank you very much for completing this questionnaire and the consent form. 
If you have any questions about the questionnaire or the study, please contact me on 
5570 8536. 
Please retum the questionnaire and the consent form in the enclosed envelope. 
1.1 Overall, how would you rate the health of the students in your class? 
D D D n • 
Excellent Very good Good Fair Poor 
1.2 Do the students in your class have any of the following conditions? (Please answer every 
question) 
No 
a. 
b. 
c. 
d. 
e. 
f. 
g-
h. 
i. 
j -
k . 
I. 
m. 
n. 
0. 
P-
q-
r. 
s. 
Attention deficit disorder (A.D.D. or A.D.H.D.) D 
Asthma LI 
Autism or Asperger's Syndrome LJ 
Behaviour problems I—I 
Chronic lung or breathing trouble (not asthma) U 
Chronic bone or joint problems 
Cerebral Palsy 
Dental problems 
Developmental delay or intellectual disability 
Down Syndrome 
Eating or feeding problems 
Epilepsy (seizure disorder) 
Incontinence or poor bladder control 
Soiling or poor bowel control 
Sleep disturbance 
Deafness or hearing impairment 
Vision problems 
Speech problems 
Other condition e.g. Fragile X, Obesity, Diabetes 
(Please describe below) 
n 
D 
D 
D 
D 
D 
D 
D 
D 
D 
D 
D 
D 
Yes, Yes 
and I am confident but I am not 
in managing a confident in 
student with managing a 
this condition student with this 
condition 
D 
D 
D 
D 
D 
D 
D 
n 
D 
LJ 
n 
D 
• 
D 
n 
D 
D 
n 
D 
D 
D 
D 
n 
• 
n 
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1.3 Do you have concerns about any of the following with respect to students in your care? (Please 
answer every question) 
No Yes 
a) Medication ~} H 
b) Medical condition • 0 
c) Personal hygiene Q [ ] 
d) Diet/nutrition 0 U 
e) Child's weight (ovenA/eight or undenweight) Li U 
f) Drug taking I j U 
g) Other-please specify D U 
1.4 When you have concerns about a student's health, who do you contact? (Please answer all the 
questions) 
No Yes 
a) Parents/guardian U U 
b) Principal U D 
c) School Nurse U U 
d) General Practitioner U U 
e) Paediatrician or other Specialist U u 
f) Other-please specify .. U U 
1.5 What resources do you feel would assist in your management of the students in your class? 
No Yes 
a) Written information on specific diagnosis/ 
conditions D D 
b) Access to resource person e.g. Nurse 
c) Other-please specify D D 
1.6 How many students are there in your class? nn 
1.7 What is the age range of the students in your class? 
From U L J years to DD years 
1.8 Which school are you based at? 
D D 
Coolangatta Mudgeeraba 
n 
Southport 
1.9 What is your occupation? 
Teacher 
n 
Aide 
u 
other (please specify) 
2.0 Other comments: 
Please check that you have answered all the questions. 
Thank you for your participation! 
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Appendix 3 
Appendix 3 
Approval to conduct study (5 pages) 
• Gold Coast District Health Service 
• University of Queensland 
• Education Queensland, Performance Measurement and Review Branch 
• CHQ User's Agreement 
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QU^NSLAND HEALTH 
GOLD COAST DISTRICT HEALTH SERVICE 
MEDICAL SUPERINTENDENT 
POSTAL 
PHONE 
FACSIMILE 
INTERNET 
DX SERVICE 
ENQUIRIES 
GOLD COAST HOSPITAL 
105 NERAN3 STREET 
SOUTH=ORTQLD4215 
(07)557^ 8274 
(07) £57- 8989 
bellb@scrtiajnealth.3ld.gov.au 
DX4-516 
cm ITWDOR-^  
Or Bnan Bel' 
3 December, 1998 
Dr. M. Hogan 
Medical Officer 
Developmental Assessment Team 
Gold Coast District Health Sen/ice 
P.O. Box 5699, Gold Coast Mail Centre Qld. 4217 
Dear Dr. Hogan, 
Re: Research Proposal 9843: "The Health of Children Attending Special Schools in 
the Gold Coast District" 
Thank you for providing me with a copy of the documentation on the above research 
proposal received on the 12/11/98. At its meeting of the 25'^ November, 1998, the Gold 
Coast District Health Service Ethics Committee met to consider your research proposal. The 
Committee reviewed the protocol and recommended that the proposal be approved, subject 
to the terms/conditions noted below. This has subsequently been ratified by Mr. Dan Bergin, 
District Manager, Gold Coast District Health Service. 
As part of its role in monitoring research projects until completion, the Gold Coast District 
Health Service Ethics Committee requires, as a condition of approval, that all investigations 
be carried out in accordance with the National Health and Medical Research Council's latest 
Statement on Human Experimentation and Suppiementaiy Notes. Specifically, approval is 
dependent upon your compliance, as the principal researcher, with the requirements set out 
in the Statement on Human Experimentation as well as the research protocol. Matters 
specified by the National Health and Medical Research Council, with which you as principal 
researcher must adhere, are as follows: 
the research project must continue to be conducted in accordance with the 
procedures specified in the research protocol; 
approved consent procedures must be adhered to; 
confidentiality and security of records and information must be maintained; and 
any adverse effects on research subjects, changes in the protocol or other 
unforeseen events affecting the ethical acceptability of the project must be 
reported to the Ethics Committee immediately. 
Direct responsibility for ongoing monitoring of the research project lies with you as principal 
researcher. As such, you are required to report back to the Ethics Committee annually on 
the progress of the research. Such reports must provide the following inform.ation: 
* status and progress of the project; 
* compliance generally with the NH&MRC Statement on Human Experimentation 
and other conditions imposed by the Ethics Committee in granting initial approval; 
* security of the infonnation collected and the conditions governing access to such 
information; and 
* compliance with approved consent procedures and documentation. 
In addition, you are required to notify the Ethics Committee immediately of any matter 
affecting the ethical acceptability of the research project, including: 
* adverse effects on research subjects and steps taken to deal with this; 
* substantial changes to the research protocol; 
* together with an indication of ethical implications (if any); and 
* any other unforeseen events that might affect continued ethical acceptability of the 
project. 
If the results of your project are to be published, an appropriate acknowledgment of the 
Hospital should be contained in the article. Copies of all publications resulting from the study 
should be submitted to the Medical Superintendent. 
You are required to sign the duplicate copy attached of this approval, stating that you will 
follow all the conditions of this approval, and return same to myself 
Should you have any problems, please liaise directly with myself, as the Chair of the Ethics 
Committee, eariy in your program. 
I wish you well with your program, 
Yours sincerely, 
Dr. Brian Bell, 
Medical Superintendent 
% 6 ^ - ^ ^ 
I n s t i t u t i o n a l A p p r o v a l F o r m F o r E x p e r i m e n t s On 
H u m a n s I n c l u d i n g B e h a v i o u r a l R e s e a r c h 
Chief Investigator: 
Project Title: 
Dr Margaret Hogan 
The Health of Children Attending Special Schools In The 
Gold Coast District As Perceived By Their parents And 
Teachers 
Co Investigators/Super-.isor: A/Prof Nicholas Lennox 
Department(s): 
Project Nxunber: 
Granting Agencey/Degree: 
Duration: 
Social & Preventive Medicme 
Developmental Disability Unit 
B/35/SocPrevMed/99/M 
Master of Public Health 
12months 
RECEIVED 
~ 3 MAR 1999 
OFFICE OF RESEARCH 
AND POSTGRADUATE STUDIES 
Comments: 
Holds Gold Coast District Health Service (Hospital) clearance dated 03 December 1998. 
Name of responsible Committee :-
Behavioural & Social Sciences Ethical Review Committee 
This project complies with the provisions contained in the Council's document 'Statement on 
Human Experimentation and Supplementary Notes' and complies with the regulations governing 
experimentation on humans. 
Name of Ethics Committee representative:-
Professor C. Peterson 
Chairperson 
Behavioural & Social Sciences Ethical Review Committee 
E d u c a t i o n 
Queens land 
1 April 1999 
Dr Margaret Hogan 
Community Health Centre 
PO Box 5699 
GCMCBundall Qld 9726 
Dear Dr Hogan 
Thank you for your application to undertake research in Queensland State schools and other 
Units. I wish to advise that your application has been approved and the signed approval is 
provided. 
Although approval for the research has been granted by the department, you are reminded 
that there is no obligation on the part of individual school principals to participate in the 
research study. 
It is at the discretion of the Principal whether or not research studies are undertaken in their 
school. Their decisions may be influenced by the appropriateness of the research for the 
particular school site and the capacity of the school to become involved given other 
commitments. 
It is also a condition of approval that Principals of schools targeted for research studies must 
be contacted in the first instance, and their approval granted, before individual teachers, 
other staff or students can be approached, and their cooperation sought to participate in 
research studies. 
Should you have any questions about the research approval process do not hesitate to 
contact Sharyn Exelby in the Performance Measurement and Review Branch on (07) 3237 
1091. 
I wish you well with your research endeavours. 
Yours sincerely 
/kp/f^kj 
PAUL LEITCH 
Acting Director 
Performance Measurement and Review Branch 
Education Queensland 
Afe'. •a-
PERFORMANCE MEASUREMENT OFFICE " ^ ^ ^ . l y / 
Floor 14, Education House, 30 Mary Street, Brisbane { - y f t ^ 
PO Box 33 Brisbane Albert Street, Queensland 4002, Australia - ' ^ ^ 
Telephone (07) 3237 0770 Fax (07) 3237 0203 covB>,.«a<, 
p. 534, User's Agreement CHQ Manual 
r hild Health Questionnaire (CHQ) 
User's AgreeTient 
Type of Oiganization 
LD Clinical Pro\-ider 
D College or L"ni\-ersir>-
D Consulting Firm . 
0 Go^'emment Agenc\' (_HH«'-^^ ] 
'2 Group Practice 
D Health Care Plan 
n Hospital 
D Independent Research Firm " 
D Insurance Carrier 
D Peei Review Organization 
n Pharmaceutical Firm 
• Professional or Trade Association 
D School 
G Otlier (Specir/) 
Main Focus of Project 
• A particular disease/condition (Specify disease) 
U A clinical trial (Specif\- treatment or therapy) 
D .\ population-based monitoring 
n Other (SpecinO Sp^z^<^ Sci^a::£:,\ ^ ir.^-^u^}. 
Project Details 
Sample Size: _ 
,1 ^ ' ; \ 
t 
^ ' Mode of Adminisiration; S>';\iail D Telephone D Other (Specify) 
Respondent: Q^arent.'Guardian D Child D Other (Specify) 
Age Range of Children: (o .w-^ /" - / h ..yp-^/i 
Do you have plans to prepare a report or set of analyses for external distribution? (M No D Yes 
(Specify when) 
/ . Usen agree to submit to the developers a copy or citation of reports/articles using tl)e CHQ. Peinrission is granted to tise the (check all that apply) 
£/cHQ-PF50 D CHQ-PF28 D CHQ-CFS7 
Agreement 
I acknowledge that I have been granted permission to use the CHQ for the purposes mentioned abo\-e 
and will not photocopy, reproduce, or distribute the CHQ for any other purpose. I understand that this 
agreement does not include permission to resell or translate the CHQ. I understand that to maintain 
consistency' and data quality the CHQ should be reproduced exactly as it appears J^ the Child_Healti: 
Questionnairei.A_U5er"s.Manual (Landgraf, Abetz, and Ware, 1996). 
ignature oKU'ser^y 
O^anization of User 
Address Ccrnrr.cir^r, TV fJi^-^csn^ CsTJTnt^r kc fey ^~^1f 
C^, r. m r. A . .>VT>^.-L ^ O ) UTIIJ 
Contact Person 
Telephone 
Fax 
_hg A) hJnr^RN 
O-j Srr^P^^ 6 
Of - r^^<?rfj 
• © Landgraf and Ware, 1991, 1996 
CHQ is a trademark of NEMCH 
Returfi two copies with, signaluit to: 
(a copy signed by a developer v.-ill be returned) 
Child Health Assessment Project 
The Health Institute 
New England Medical Center, Box 345 
750 Washington St., Boston, MA 02111 
